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Abstract 
 
 
Contemporary dementia care is starting to adopt a relationship-centred approach, recognising 
the wider social context of the person living with dementia. Psychological therapy offered to 
people living with dementia is limited and further hindered by a gap in the literature about 
how patients experience therapeutic interventions. The Tavistock Centre for Couple 
Relationships (TCCR) in London have developed a couples intervention for partners living 
with dementia: Living Together with Dementia (LTwD). This thesis explores the experiences 
of couples living with dementia and the role of LTwD in their lives. Semi-structured 
interviews were conducted with six couples and three carers living with dementia in London 
and Bristol. Interview transcripts were analysed using thematic analysis following the steps 
outlined by Braun and Clarke (2013) within a qualitative paradigm and a critical realist 
framework. Four themes were generated from the data. The first three themes serve to 
provide context, highlighting how the condition affected the person living with dementia, the 
carer, and the relationship between the couple. The final theme, ‘Port in a storm’ illustrates 
how therapy was experienced by each element of this triadic system, presenting the novel 
data in this thesis. This theme is further elaborated within three sub-themes, ‘Reconnecting 
with the self’, ‘Containing the container’ and ‘Living together well’. This study has 
implications for how services and practitioners engage with couples living with dementia, 
and how counselling psychology is well placed to work with and champion this marginalised 
group. 
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Chapter 1: Literature Review 
 
This chapter reviews the literature of psychosocial dementia support, in particular studies 
exploring the experiences of couples living with dementia and the role of therapeutic 
interventions in their lives. Firstly, I will briefly summarise relevant information about 
dementia and define important terms. I will then review literature pertaining to couples living 
with dementia and their experiences of life with the condition. Psychological processes and 
theories will be discussed in depth, followed by a section on relationship qualities and 
outcomes. I will then discuss literature relating to couples therapy, including research on 
couples’ own experiences of interventions. This will provide evidence for the novelty of my 
research, which examines a unique couples intervention called Living Together with 
Dementia (LTwD) discussed toward the end of this chapter. Finally, the rationale, aims and 
research questions of this thesis tie together this literature review. 
 
Dementia is a syndrome, that is, a set of symptoms caused by different neurodegenerative 
diseases, the most prevalent of which are Alzheimer’s disease and vascular dementia. 
Alzheimer’s disease, in the early stages, is characterised by difficulties in forming new, 
verbal memories, and by a gradual loss of fluency. However, the signs and symptoms 
experienced by people living with dementia vary considerably. Memory and perceptual 
impairments are typical of vascular dementia, while visual hallucinations, fluctuating 
cognition and mobility issues are common in dementia with Lewy bodies (Dening and Babu 
Sandilyan, 2015). Irrespective of these variations, all forms of dementia are characterised by 
common features: the illness is progressive, gradually affecting all areas of cognitive and 
behavioural functioning, compromising an individual’s ability to manage every day activities 
and leading to dependency on others to assist in daily tasks (Kitwood, 1997).  
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In the UK, recent estimates suggest there are almost 885,000 people living with dementia, of 
whom 84.7% (748,000 people) live in England, 7.5% (66,300 people) live in Scotland, 5.3% 
(46,800 people) live in Wales, and 2.5% (22,000 people) live in Northern Ireland (Wittenberg 
et al., 2019). Dementia mainly occurs in individuals aged over 65, with the incidence of 
dementia approximately doubling every six to seven years. Although people with 
Alzheimer’s disease can be prescribed medications such as Donepezil or Aricept, the effect of 
these drugs is limited, and while they may slow the rate at which people decline for a brief 
period, dementia cannot be cured (Town and Hoffman, 2019). 
 
As there is no known cure available, ‘dementia care’ is moving away from the medical model 
and into social and psychological domains. There has been an increase in the earlier detection 
and diagnosis of dementia due to better awareness of the public and health professionals and 
an increase in initiatives and government strategies focusing on dementia care now (BMJ, 
2015). Despite this rapidly growing cohort of individuals, there is a lack of support available 
for people living with dementia and their families, especially at the early time after diagnosis, 
which is a crucial period for people living with dementia to begin to adjust (Iliffe and 
Manthorpe, 2004; Watts, Cheston, Moniz-Cook, Burley and Guss, 2014). 
 
Previous research 
 
This thesis has used the term ‘carer’ to refer to the long-term partner of the person living with 
dementia. Previous research illustrates the use of several different labels with which to define 
this group of people: ‘carer’ (Galvin et al., 2005, Searson et al., 2008), ‘family carer’ 
(Hutchings et al., 2010, Clarke et al., 2010), ‘spouse carer’ (O’Shaughnessy et al., 2010), 
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‘family caregiver’ (Berg-Weger et al., 2001, Smith 2009), ‘spouse’ (Hellström et al., 2005, 
2007), and ‘caregiver’ (Clark and Bond, 2000, Gates 2000).  
 
A vast amount of research has been carried out looking solely at the carer’s experiences of 
living with dementia, including coping with looking after the person living with dementia and 
dealing with changes and losses in their partner and relationship with them (Gillies, 2012; 
McConaghy and Caltabiano, 2005). Research involving the carer has tended to overshadow 
research that focuses on the person living with dementia and their own experiences (Gillies, 
2012; Downs, 1997).  
 
Recently, there has been a shift in the literature, an evolution from a person-centred (either 
carer or person living with dementia) view to a relationship-centred approach (Whitlatch 
2001; Davies, 2011; Braun et al., 2009) which now acknowledges that dementia affects both 
the person diagnosed and the wider relationship context. Thus, not only are people living with 
dementia and carers viewed as experts on their own experiences but there is also a co-
construction of experience created within their relational context. 
 
A relational perspective: couples living with dementia 
 
The wider context for a person living with dementia usually involves a particular family 
member who, through a process of change of identity, takes on the role of the main carer 
(Eifert et al., 2015). In many, but of course not all, cases, this is the partner of the person 
living with dementia. Partners of people living with dementia are often the group of carers 
who experience the most burden (Cantor, 1983). This thesis focuses on this partnership or 
dyad, referring to it as the ‘couple’. John Keady and colleagues have extensively explored the 
8 
 
research realm of couples living with dementia. Often a central aim for both partners is to 
enable the person living with dementia to stay actively involved in the community (Keady, 
1999). Couples who are committed and close have an ‘us identity’ (Davies, 2011, p.218) and 
are able to move from pre-diagnosis to post-diagnosis stages while maintaining this shared 
identity, thus keeping a collaborative framework within which to come to terms with 
dementia and its associated challenges. Indeed, the influence of the prior relationship on the 
couples' adjustment to a diagnosis of dementia has been highlighted in several studies 
(Keady, 1999; Keady and Nolan, 2003; Molyneaux et al., 2011; Hellström, Nolan and Lundh, 
2005). For example, those who positively reflected on their relationship talked more openly 
about their dementia (Daniels et al., 2007). It seems the couple impacts on the dementia 
rather than dementia impacting on the couple. The quality of the pre-morbid relationship has 
also been found to be associated with the levels of resilience following a dementia diagnosis 
(Daniels et al., 2007; Davies, 2011).  
 
Keady and Nolan (2003, p.29) coined the concept of couples ‘working together, alone, 
separately and apart’ as strategies demonstrated by the partners which were used proactively 
but often covertly, to deal with dementia. They suggested that couples use different strategies 
at different times in order to cope but when couples were ‘working together’, they were 
exhibiting this ‘us identity’ and were more successful in managing the dementia by sharing 
the problem. This is further highlighting the importance of prior relationships and ‘building 
on the past’ in giving context to relationship-centred care.  
  
For couples, negotiating their sense of identity may involve different strategies to other 
couples and different strategies for each partner when thinking about how to cope with 
dementia together. They might adopt externalising language when referring to the dementia 
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(Molyneaux et al., 2011) or define the dementia as an entity to overcome together or increase 
their shared activities (Hellström, Nolan and Lundh, 2005). Another indication of a shared 
identity being negotiated might be reflected in one of the strongest themes in previous studies 
where there is an oscillation between acknowledging and mourning the losses, and focusing 
on what remains in the relationship. Robinson, Clare and Evans (2005) presented a model of 
‘oscillating ambivalence’ that encapsulates the fluctuating processes that couples appear to 
go through in making sense of the experience of early-stage dementia and adjusting to losses 
and difficulties, which appeared to be similar to the process of adjustment outlined in dual-
process models of grief (Stroebe and Schut, 1999).  
 
Addressing people living with dementia living together not just as individuals but as part of a 
couple highlights that their relationship is not reducible to a caring relationship but instead a 
working relationship between two persons facing a challenge together in their joint life. 
Indeed, previous research points to couples with dementia tending to position themselves as 
‘we’ (Hyden and Nilsson, 2015) which challenges traditional care-related conceptual 
frameworks often used in dementia research. This jointly constructed ‘we-ness’ has 
implications for how identity is conceived, where both partners identities are mutually 
dependent on each other.  
 
The experiences of couples living with dementia have been extensively researched and are 
reviewed through several meta-syntheses (Wolverson, Clarke and Moniz-Cook, 2016; 
Wadham et al., 2016; Górska et al., 2018). A common theme across these studies for couples 
living with dementia is maintaining a sense of togetherness, through a continuation of identity 
(Górska et al., 2018), interdependence, undertaking more activities together and attuning to 
each other through empathic processes (Wadham et al., 2016). Another prevalent theme 
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highlights the ‘new normal’ (Wadham et al., 2016) couples adapt to, in learning to live with 
cognitive, social and emotional change (Górska et al., 2018). Themes pertaining to couples’ 
resilience in the light of dementia were also present in the data, where couples reminisced 
about their relationship and reflected on past difficulties overcome together (Wadham et al., 
2016) as well as being able to face and fight the dementia together (Wolverson et al., 2016). 
Górska et al. (2018) emphasise the influence of sociocultural context for couples living with 
dementia, for example, couples who were more disadvantaged seemed to experience less 
distress than more privileged couples who worried more about burdening their partners.  
 
The findings suggest that couples that receive a diagnosis of dementia may be supported by 
an approach that takes the couple as the natural starting point (Wadham et al., 2016). Thus 
they can be helped to create a joint construction that enables them to make sense of their 
situation, to find ways of adjusting to the changes experienced in their roles and identity, to 
enhance and develop interactional strategies that could help them sustain their ‘couplehood’ 
and to manage the losses they face in living with dementia. 
 
Making sense of dementia: different psychological processes 
 
The role of the ‘unconscious’ and attachment in dementia 
 
Balfour (2006) has written about the experience of dementia and the role of the ‘unconscious’ 
in people living with dementia. He writes from a psychoanalytic perspective, commenting 
that unresolved psychological problems can often resurface and influence how losses and 
changes are re-experienced in later life. The unconscious part of an individual does not ‘grow 
old’ as they age, so losses and emotional disruptions emerge via the unconscious in dementia 
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and persist as dependency increases and adult coping mechanisms wane. This is contrasted 
with the conscious mind which relies on cognitive functioning and memory. As more of the 
conscious mind is ‘lost’ in dementia, the more it goes to the carer to provide a ‘container for 
their increasingly fragmented experience’ (Balfour, 2006, p.337). The original model of 
containment involves the taking in and processing of experience, and conveying that 
understanding back so that unmanageable experience is rendered more digestible, and can be 
taken in, in a modified form (Bion, 1962). Just as infants experience this process with their 
main carer, one can see a parallel process for a person living with dementia at the other end 
of life. Without labelling people living with dementia as infantile, through the progression of 
dementia they are becoming increasingly dependent on others, and might similarly benefit 
from being paired with a carer to address their own emotional needs.  
 
As having dementia can elicit fear and insecurity, this state may activate attachment-seeking 
behaviour. Attachment behaviours are attempts to increase feelings of safety and security, via 
engagement with main carers. This concept ties in with the idea that carers may ‘contain’ 
their partner’s emotional needs, however attachment styles and behaviour can vary 
considerably between people (Miesen, 1992). ‘Challenging behaviour’ is a commonly 
experienced phenomenon for people living with dementia and it often gets misinterpreted 
(Miesen, 1992, 1993). Challenging behaviour is sometimes referred to as 'behavioural and 
psychological symptoms of dementia (BPSD) or neuropsychiatric symptoms' (Finkel et al., 
1997) involving disturbances in people's mood, behaviours, thoughts and perceptions. These 
'symptoms' might manifest as delusions, apathy, agitation, aggression, wandering and 
disinhibition or behaviours such as confusion, calling out, repetitive questioning, toileting 
difficulties, misidentifications and sexual challenge (Ballard et al., 2001). A common 
example of challenging behaviour involves ‘parent fixation’ which may take various forms, 
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including searching for a long-dead parent and delusional beliefs that a parent is still alive. 
This is thought to be an expression of their need to increase their emotional security (Miesen, 
1999; Osborne, Stokes and Simpson, 2010) and indeed, there is general consensus that most 
forms of challenging behaviour involve, at least in part, the presentation of distress or 
suffering in the person, in an active attempt to meet or express a physiological or 
psychological need (Stokes, 2000). So in parental-fixation, challenging behaviour may arise 
when their attachment needs are unmet. However, they may identify their ‘parent’ in their 
carer instead, projecting the need for comfort onto them and thus having less want to fall 
back on a symbolic figure (Miesen and Jones, 1997).  
 
Behavioural strategies that people have adopted over the course of their lifetime as means of 
reducing distress may be associated with the different behaviours that they fall back on when 
they have dementia (Osborne, Simpson and Stokes, 2010). For example, people who have an 
avoidant attachment style, in other words those who before they had dementia would have 
stressed the importance of independence and not requiring close relationships, may show 
some signs of paranoia when they develop dementia and carers might find this more stressful 
when trying to support them (Magai and Cohen, 1998). Thus, if some forms of challenging 
behaviour represent, at least in part, attempts to gain emotional security, then the implication 
is that carers need to find ways of creating greater emotional security. Indeed, dementia can 
mean a return back to the first chaos of infancy, where symbolic or verbal communication is 
difficult for the person living with dementia (Sinason, 1992). In psychodynamic terms, the 
primitive preverbal mechanism of projective identification operates more forcefully, where 
raw feelings are ‘handed over’ to the carer and the carer must manage this somehow (Evans, 
2008). If there is no forum in the carer in which these feelings can be processed and 
understood, then a valuable source of information with regard to the person living with 
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dementia will be lost (Davenhill, 2007). There is also a very real risk that the carer will be 
overwhelmed by the level of projection and become more punitive or avoidant. Just as we 
know that when mothers do not have sufficient internal or external resources there are dire 
consequences for both infant and mother, the same may apply to the person living with 
dementia and carer if the carer does not have the support or their emotional needs are not 
attended to. Undeniably, the role of caring is an enormous challenge and strain, especially 
where there are preceding ambivalences in the relationship (Davenhill, 2007; Zarit and 
Edwards, 2008).  
 
These processes further highlight the importance of psychosocial factors at play in dementia 
and how relationships are a way into understanding the processes involved in making sense 
of dementia. Containment is sought by the person living with dementia in their carer and the 
carer in turn needs to be contained so as to cope with being the container. This is outlined in 
the intervention under investigation and will be addressed later in this thesis. 
 
A sense of self and assimilation of dementia 
 
Loss of self is widely regarded to be a consequence of dementia, and this apparent loss 
presents a variety of issues, not least because a clear understanding of the concept of self is 
elusive (Herskovits, 1995). Historically, discussions have varied widely in how to approach 
the concept of self (and personhood). In addition to the mainstream understanding of an 
individual autonomous agent which maintains its identity over time, has cognitive capacity 
and which is aware of its own existence, there have been several ways to view the self 
(Millett, 2011). One theory is perhaps that the independence and autonomy demanded of the 
self in the Western tradition is an illusion (Seigel, 2005). David Hume's (1978) famous 
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approach states there is no self as such, only a bundle of perceptions, which succeed each 
other with incredible rapidity (Hume, 1978). Alternatively, as Taylor (1989) argues, it may be 
that both knowledge comes about from embodied experience and that people arise in the 
context of a society. This idea of knowledge arising from embodied experience in social 
situations is an important argument to the belief that loss of cognitive function leads to loss of 
self, but is not the only approach in the dementia literature that moves beyond the view of the 
traditional autonomous individual. For example, Sabat and Harré's (1992) social 
constructionist approach terms two views of self, ‘self1’ (the self of personal identity) and 
‘self2’ (multiple personae). Self1 is conceived to be core or underlying, an unchanging self, 
associated with personal agency. Self2 may be more publicly presented in interactions in 
everyday life, with coherent and definable clusters of traits that can be thought of as 
personae. Constructionists propose that the self1 that is untouched by social context, exists in 
psychological space whereas the selves or personae hinge on social cooperation of others 
confirming or responding to them, in order to exist. Thus, the social recognition, or lack 
thereof, of any self2 presented, will influence the ways in which the person’s behaviour is 
viewed and the ways in which the person is treated by others (Sabat and Harré, 1992).  
 
Scholarly work and clinical observations of dementia affords researchers opportunities to 
approach the concept of self from a new angle and opens up the debate further as to how we 
perceive the self or personhood of those who, in popular narratives, are supposedly ‘losing 
themselves’.  
 
Dementia is often framed as a process of cognitive loss without recognising the existential 
challenges that confront people who are living with dementia and those who observe this 
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struggle (Cheston, Christopher and Ismail, 2015). If dementia is considered an ‘existential 
threat’, it follows that those facing this would either need to work though and ‘make sense’ of 
it in some manner, or perhaps ignore it altogether. An assimilation model has been adapted 
from Stiles et al. (1990) by Cheston (2013) in examining how people make sense of 
dementia; the end stage involving an assimilation of this existential threat into existing self-
constructs. The original model operates on the basis that the ‘self’ is not a single entity but 
consists of multiple and changeable aspects. In discursive terms, the self has a community of 
‘voices’ that speak differently about thoughts and feelings. Cheston (2013) has suggested that 
when a traumatic event comes along, two particular voices emerge, to articulate this event. 
They are called the Dominant Voice and the Problematic Voice. The Dominant Voice is the 
voice of reason, logical, unemotional and most adverse to change whereas the Problematic 
Voice represents the voice of concern and anxiety and expresses the fear that something is 
not quite right. There is usually then an inner dialogue between these voices and the 
resolution of the traumatic experience, in this case dementia, is achieved by an integration of 
the Problematic Voice into the plethora of existing voices (Honos-Webb, Stiles and 
Greenberg, 2003).   
 
Research has demonstrated people elicit an array of reactions to their diagnosis, from denial 
to grief, catastrophising and problem-solving (Lishman, Cheston and Smithson, 2014).  
Lishman et al. (2014) adapted the Honos et al. (2003) marker-based method which tries to 
measure a participant’s level of assimilation; a process of therapeutic change from Level 0 to 
Level 8. The adaption is known as the Markers of Assimilation of Problematic Experiences in 
Dementia scale (MAPED). Lishman and colleagues interviewed people living with dementia 
and found increased levels of assimilation post-diagnosis compared to pre-diagnosis and an 
oscillation between different voices during their interviews. Snow, Cheston and Smart (2015) 
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applied this model to couples and found similar results to the previous study, the same level 
of assimilation (Level 3 mainly) post-diagnosis and a fluctuation between different voices 
during the interviews. ‘Making sense’ of dementia seemed to be a joint activity and fluid 
process for the couple and different strategies were employed by different couples, tying in 
with the idea that the couple impact on the dementia rather than the other way round (Davies, 
2011).  
 
Snow and colleagues’ (2015) findings fit with Keady and Nolan’s (2003) notion of the 
potential for couples to ‘work together’ to foster higher levels of assimilation. One of the 
couples in their study was able to share experiences, taking it in turns and equally voice the 
problematic aspects of dementia (probably coming from different perspectives of how this 
‘event’ has unfolded for them). These shared experiences facilitated an ‘us identity’ and led 
them to a higher assimilation level than the other couples who had differing ‘working’ 
strategies.  
 
It is becoming increasingly apparent that researchers and health care professionals need to 
look at the couple together in order to examine how they jointly deal with the threat of 
dementia rather than taking ‘the person living with dementia’ and the ‘carer’ in isolation, and 
whether they have the resources and strategies in place to work together through the course of 
dementia. 
 
Shame and narcissism 
 
Shame is a well-hidden emotion, and is experienced by individuals when they presume that a 
quality of behaviour they have, or exhibit, will be judged by others as socially unacceptable 
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(Cheston, 2015). Shame is associated with helplessness and a sense of loss of control, and can 
be communicated verbally or para-verbally in terms of feeling, for example, ‘stupid’, ‘mad’, 
‘silly’ or ‘foolish’ (Retzinger, 1995). It is important to note that shame differs from other 
emotions, for example, embarrassment, which is occasioned by a slip or a momentary lapse 
and does not bear on the fundamental flaw to self. It also differs from guilt which may 
contain some aspects of shame, in the sense of moral self-censure, but is not necessarily 
judged by others to be morally deviant. Shame results from a person feeling defective, 
believing there is something inherently wrong with them. When a person fears their shameful 
attributes might be exposed, this may cause heightened anxiety and insecurity (Collins, 
Gilligan and Poz, 2018). Shame leads to behaviours that are aimed at social control and the 
prevention of this potentially shameful aspect of self from being exposed, through avoidance, 
denial and cover up. Indeed, shame is occasioned by the exposure of the fault, not by having 
the fault itself. It is not therefore unsurprising that shame can be highly prevalent in people 
living with dementia, where they may be contending with particular tasks that have become 
more difficult since the dementia and thus may display avoidant behaviour in order to 
distance themselves from shaming experiences. Independence tends to be a socially valued 
construct, almost definitional of being an individual, where autonomy and control are readily 
exerted. Dementia, however, gradually erodes independence at multiple levels, for example, 
financially and cognitively. Thus, as the person living with dementia becomes more 
dependent on others, there is the potential for shame, that they have an aspect or quality about 
them which is permanent and which might be judged socially as bearing upon them as 
people. Shame can therefore lead to negative self-perceptions, low levels of personal control 
and relationship issues around trust, burden and loss of intimacy (Aldridge, Fisher and 
Laidlaw, 2017). 
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Shame is especially relevant for dementia care due to increasing levels of dependency. This 
may particularly be the case where people living with dementia have pre-morbid personality 
traits that make them highly sensitive to experiences of shame. One such pre-morbid 
personality trait is narcissism (Poletti and Bonuccelli, 2011). The principal feature of 
narcissism concerns the need of an individual to position themselves as perfect, and thus to 
reject any suggestion of fault or failure. Dementia may serve as a severe narcissistic affront, 
which threatens self-worth and triggers distress. Individuals with a history of pre-morbid 
narcissistic problems may have intensified problems in accepting and coping with the effects 
of dementia. In relation to both attachment needs and assimilation of the diagnosis of 
dementia, one can predict that narcissistic individuals will struggle in adaptation (Cheston, 
2019b). 
 
Shame and narcissism will invariably influence the way in which post-diagnosis experience 
plays out and is felt. The social context around the person living with dementia who 
experiences these intense feelings will largely determine how these experiences and 
behaviour are dealt with. It is important to hold these sorts of processes in mind, as they can 
come into play when looking at couples’ narratives and strategies and how each partner 
positions themselves emotionally. 
 
Relationship quality and outcomes 
 
Several studies have offered evidence to suggest that there are links between relationship 
factors (such as attachment styles or coping styles) and outcomes (for example 
institutionalisation, hospitalisation, death, quality of life and psychiatric symptoms of 
dementia; Tschanz et al. 2013; Perren, 2007). For example, loss of intimacy is associated 
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with carer spouse depression, with low levels of interaction between partners in the marriages 
of people living with dementia being predictive of the move to hospital care (Wright, 1994). 
A recent systematic review (Edwards et al., 2017) examined eighteen studies and found weak 
evidence for a potential association between factors related to the emotional withdrawal of 
the carer and subsequent increased risk of challenging behaviour in the person living with 
dementia.  
 
    Another systematic review concluded that the ability to maintain a sense of mutuality 
(valuing and respecting each other) is an important determinant of the experience of both the 
carer and the person living with dementia across the stages of the illness (Ablitt, Jones and 
Muers, 2009). One study found closer relationships between carer and person living with 
dementia are associated with slower decline in Alzheimer’s disease, and this effect is highest 
for couple relationships (Norton et al. 2009). This can be read as evidence that there are 
active ingredients within close relationships that may serve as a protective factor for 
dementia’s challenges. 
 
Couples therapy 
 
Therapy can be effective for people going through difficult periods in their lives. Despite 
recent interest in the use of psychotherapy with people living with dementia, in practical 
terms it is still rarely offered at least in part due to assumptions that they do not have the 
cognitive capabilities or willingness to engage with it (Watts et al., 2014).  
 
A systematic review of studies which provided individual and group psychotherapy to people 
living with dementia found evidence that post-diagnostic group therapy improved quality of 
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life and reduced depression (Cheston and Ivanecka, 2018). They however did not review 
family therapy or couples therapy, which may provide a platform for change processes that 
lead to successful outcomes. A review of research into the area of family therapy and 
dementia suggested that a more systemic approach would be beneficial for people living with 
dementia and their families although it highlighted that it is still a complicated area where 
each family may need a tailored intervention (Benbow and Sharman, 2014). This need for 
early tailored counselling and support groups was advocated by Sørensen, Waldorff and 
Waldemar (2008), where both people living with dementia and their carers reported increases 
in self-esteem and wellbeing after receiving these interventions. Similarly, a case for dyadic 
interventions was made, including counselling, support groups and cognitive stimulation, 
serving to improve social relations and the quality of the couples’ relationship (Moon and 
Adams, 2013). Depression among people living with dementia was found to be reduced when 
the therapy focused on couples and not solely on the person living with dementia or carer. 
Additionally, the carer’s level of anxiety was reduced when a focus on relationship issues 
between person living with dementia and carer was included in therapy (Martire et al., 2004). 
Couples with early-stage dementia benefited from participating in a structured intervention 
called the Early Diagnosis Dyadic Intervention that focused on consulting both partners to 
collaboratively care-plan for future needs and develop positive communication patterns with 
each other (Whitlatch et al., 2006). A study evaluating compassion-focussed therapy (CFT) 
for couples living with dementia found that CFT improved quality of life and reduced anxiety 
and depression in most couples (Collins, Gilligan and Poz, 2018).  
 
Bielsten and Hellström (2019) carried out a scoping review of joint dyadic interventions for 
couples living with dementia between the years of 2000 and 2018, exploring the types of 
interventions that have been conducted for couples living with dementia and their objectives 
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and outcome measures. The types of interventions ranged from some form of couples 
counselling or psychotherapeutic intervention (only three studies) to music therapy, physical 
exercise, psycho-education, cognitive rehabilitation and stimulation and skills training. The 
outcome measures for these interventions were mainly related to cognitive function for 
people with living dementia, and to carer burden and depression for carers. One of the three 
studies in this review (Auclair, Epstein and Mittelman, 2009) provided clinical insights into 
their tailored couple work with 30 couples living with dementia, stating that six sessions of 
therapy involving transactional analysis and Gestalt approaches proved sufficient to shift the 
couples into a mode in which they could face the future together more optimistically and 
collaboratively. They also emphasised the need for both partners to assume an accepting, 
non-judgmental, non-blaming attitude. Another study in Bielsten and Hellström’s (2019) 
review conducted a small-scale trial of a programme called CBT-DAD (treatment of 
depression in those with Alzheimer’s disease). This was a dyadic intervention and non-
statistical evidence pointed to partners with dementia and carers being satisfied with the 
treatment and reporting that they benefited, in terms of depression, anxiety, and carer distress. 
The third couples counselling study mentioned in the review above carried out a randomised 
controlled trial evaluating the outcomes of a CBT treatment called Peaceful Mind (Stanley et 
al., 2013). At 3 months, clinicians rated partners living with dementia receiving Peaceful 
Mind as less anxious, and patients rated themselves as having higher quality of life; and 
carers reported less distress related to their partner’s anxiety. Significant positive effects were 
not found at 6 months, leading the authors to speculate that the therapy was not long enough.  
The authors of the scoping review (Bielsten and Hellström, 2019) argue that joint 
interventions for people living with dementia and carer partners are lacking a genuine dyadic 
approach where both partners’ views of their relationship are valued and the strengths and 
resources of the couple can be identified and supported. Another recent systematic review 
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suggests that CBT can be effective in reducing depression and anxiety symptoms for couples 
living with dementia, however, they further highlight the need for more research in this area 
(Tay, Subramaniam and Oei, 2019).  
 
Thinking back to issues around shame and narcissism, research recommends that these are 
addressed through therapeutic interventions in order to normalise experiences, engage with 
the psychological threat that dementia represents, develop coping strategies and enable a 
sense of control (Cheston, 2019b). Therapy in the context of relationships may help to reduce 
feelings of burdening others and allow more meaningful and safe exploration of issues 
(Aldridge, Fisher and Laidlaw, 2017). Stephens and Qualls (2007) write about the need for 
therapy to help couples cope with dementia, through exploring themes of loss, identity, 
(re)distribution of power, stress and adjustment. They espouse the need for the therapist to 
promote greater awareness and preparedness for the inevitable changes in the relationship 
with commitment, love and warmth despite the disruption or loss of the previous relationship 
dynamic. Other studies reiterate the factors to consider when enabling people living with 
dementia to engage in counselling, including the helpful involvement of carers and need for 
the therapist to be tentative but also the offering of longer-term therapy (Fox, 2012). Clients 
with dementia may need more time to adapt to and feel comfortable within a therapeutic 
relationship.  
 
What is known about the experience of couples therapy for couples living with dementia? 
 
There is a distinct lack of research focussing on couples experiences of couples therapy while 
living with dementia, or indeed research pertaining to older couples experiences of couples 
therapy, notwithstanding a rigorous systematic literature search (see Appendix 14). Previous 
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research has explored the carer partners’ perceptions of therapy, wherein carers want to feel 
understood and connected to someone ‘neutral’ in order to have a safe space to share 
concerns (Elvish, Cawley and Keady, 2013). Sinclair et al. (2018) explored the lived 
experiences of couples with dementia with respect to healthcare and lifestyle. Their 
overarching themes of 'knowing and being known,' 'maintaining and re-defining couplehood' 
and 'relational decision-making,' related to the couples’ sense of togetherness in facing 
decisions about present and future care and lifestyle. As stated in Bielsten and Hellström’s 
review, (2019) couples expressed satisfaction with the modified CBT therapy, and reported 
feeling less anxious and depressed. More general research looking at clients’ experiences of 
couples therapy has highlighted views such as wanting a therapist they trusted (Bowman and 
Fine, 2000), having regularly scheduled sessions where they could interact with each other 
differently, limit the influence of their everyday problems and focus on their relationship 
(Chenail et al., 2012). Helmeke and Sprenkle (2000) found that partners rarely agreed with 
the therapist on the perceived pivotal moments of couples therapy.  
 
Evidently, there is a wide gap in the literature concerning the experiences and views of 
couples in couples therapy, in particular those living with dementia, thus this thesis provides 
novel insight into how couples living with dementia experience therapy together.  
 
LTwD intervention 
 
The Tavistock Centre for Couple Relationships in London have set up an innovative project 
involving a relationship intervention for couples living with dementia, called Living Together 
with Dementia; LTwD (Balfour, 2014).  This therapy focuses on the person living with 
dementia and their partner together, using approaches from couples psychotherapy, Video 
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Interaction Guidance and the Relationship Development Intervention; RDI (Gutstein, 2005). 
The intervention aims to try and enable the couple to think about and process their emotions 
and consists of eight to ten sessions over the course of several months. It draws on attachment 
theory, highlighting the need for the carer to enhance their understanding and sensitivity of 
their partner’s mental world (Balfour, 2014), and thus consequently the need for the therapy 
to offer containment for the carer’s emotional state. The video techniques allow couples to 
see their interactions and to look at things in a fresh and less rigid way than before and foster 
new ways of thinking. RDI aims to increase reciprocal meaningful and emotional exchanges 
with each other and minimise withdrawal or disablement of the person living with dementia 
(Balfour, 2014). LTwD is an eight to ten session intervention, with the possibility of further 
follow up. They have found that intermittent sessions at roughly two to four weekly intervals 
work well, so the initial phase of the intervention tends to run over a six-month plus period, 
with the possibility of additional work (Balfour, 2014). A range of professionals are able to 
deliver this intervention, from occupational therapists to social workers, clinical and 
counselling psychologists to nurses, after studying the manual and receiving training and 
supervision (Balfour, 2014). 
 
The intervention has ambitious aims to preserve the couple relationship by maintaining or 
recovering the protective aspects of the relationship, reduce carer stress, increase shared 
activity, strengthen and support the relationship, increase resilience in both partners, manage 
the trauma of the diagnosis and improve the mental health of both partners.  
 
Rationale and aims of thesis 
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This study aims to build on existing literature to provide a novel inquiry into the experience 
of couples living with dementia and how psychotherapy factors into this experience. 
 
The rationale for doing this study is: 
 
1) There needs to be more support for people living with dementia and their carers as it 
is a global psychosocial problem. 
2) Couples, when ‘working together’ seem to better cope with dementia by using 
strategies to voice their concerns whilst focusing on maintaining their relationship; 
this ‘us identity’ which is established pre-diagnosis seems to hold some active 
ingredients which predict better outcomes and therefore merits research attention. 
3) There is a gap in research looking at how couples with dementia experience their 
dementia, their relationship and most especially on how they experience couples 
therapy. 
4) Using qualitative methods will allow for rich, descriptive data and open up emotional 
and detailed discussions, exploring the views and experiences of couples. 
5) This study will add to existing literature by giving a voice to couples living with 
dementia. 
 
While many researchers, clinicians and therapists assume that psychosocial factors play an 
important role in helping couples to adjust to dementia, and consequently to prioritise the use 
of coupes therapy, there is relatively little research to support this or to help professionals 
understand what couples living with dementia think of therapy. This study aims to have 
‘impact and importance’ (Yardley, 2000) that can inform therapeutic practitioners and the 
wider population to gain more knowledge of what it is like as a couple to live with dementia 
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and whether couples therapy does indeed help them to make sense of dementia and their 
changing relationship in a relational context. The study can also offer counselling 
psychologists, who are increasingly trained in neuropsychology (Douglas et al., 2016), an 
insight into how a traditionally neurocognitive condition can be understood and worked 
within a relational psychotherapeutic framework. 
 
Central research question 
 
What is the role of couples therapy for couples living with dementia? For the purpose of this 
study, the type of ‘couples therapy’ under investigation is the relationship intervention, 
Living Together with Dementia (LTwD). 
 
Sub-questions 
 
 How do partners in the couple talk about dementia? To what extent is this a shared 
narrative? 
 How do couples describe their relationship before and after dementia landed? 
 How do couples describe their experiences of therapy? 
 Has therapy changed couples’ experiences of dementia? 
 Has therapy changed couples’ experiences of their relationship? 
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Chapter 2: Methodology 
 
Qualitative epistemology  
 
Rubin and Rubin (1995) proposed that a study is best suited towards qualitative inquiry if it 
requires rich and detailed understanding, communicated through participants’ narratives.  A 
qualitative approach seemed most apt given the intention to represent, explore and respect 
voices of couples living with dementia. Analysis was conducted from a critical-realist 
epistemology, assuming the existence of a tangible reality while acknowledging that 
representations of this reality are characterised by factors such as participants’ culture, 
language and political views (Ussher, 1999). 
 
 
Setting 
 
Couple participants were recruited through my collaborative organisation, the Tavistock 
Centre for Couple Relationships (TCCR), in both Camden, London and at The Harbour, 
Bristol (see Appendix 6 for letter of collaboration). The TCCR set up Living Together with 
Dementia (LTwD) in Camden in 2013 with council funding and have successfully extended 
to The Harbour in Bristol. LTwD is a structured intervention, drawing upon psychoanalytic 
thinking and approaches developed in working with parents and children which emphasise 
the importance of observation and which use video as a part of their approach to intervention. 
These include Parent–Infant Psychotherapy (Baradon et al., 2005), Video Interaction 
Guidance (Kennedy, Landor and Todd, 2011) and the Relationship Development Intervention 
(Gutstein, 2005) (an approach to working with children with autism and their parents) as well 
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as couple psychotherapy. Their aims are to help people with dementia and their partners to 
manage the trauma of the diagnosis, the loss and the changes it brings and to help the couple 
as much as possible to maintain, or recover, the protective aspects of the relationship, which 
research indicates are to do with emotional contact and understanding, shared activity and 
involvement as well as the overall quality of the relationship (Balfour, 2014).  
 
Andrew Balfour, the CEO of TCCR, is the Principal Investigator involved in carrying out a 
large study to evaluate LTwD. It consists of a quantitative study, investigating the outcomes 
of clients who have undergone LTwD and a smaller qualitative study looking at the 
experiences of clients who have undergone LTwD. It is fortunate that I contacted TCCR at 
this time in their research process, where I set out my proposal and this was well received. I 
was able to tie in with their NHS ethics application1 and was named as a co-researcher to 
carry out interviews in Bristol primarily, collecting data for my own study looking at 
experiences of couples who have undergone LTwD, and in doing so, aiding TCCR with their 
research. It was discussed at a meeting with Andrew Balfour, that I would devise an 
interview schedule that we both use, and carry out interviews separately, in order to share 
data, but our qualitative studies would diverge from this point. Aims and analyses of these 
two studies differ, where my study looked more in depth at the couples’ experiences of their 
dementia and relationship as well as therapy, whereas the TCCR was more interested in the 
couples’ experience of therapy predominantly. Thus, this study stands independently but 
there is prospect to jointly publish, once research is completed.  
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Recruitment 
 
LTwD practitioners in both Camden and Bristol got in contact with clients they had worked 
with in the last four years and asked if they would like to be contacted by me to discuss the 
possibility of participating in the research. I then contacted interested participants by phone to 
further discuss the study and arrange interview dates. At the time of recruitment, 5 couples 
had undergone the intervention in Bristol (referred through Wellbeing services) and 11 in 
London over the last three years. I acquired NHS ethics and site permissions1 for TCCR, The 
Harbour and going into participants’ homes. 
 
There were challenges faced in recruiting couples, given that this intervention is only 
undertaken in two places in the UK, with only a few practitioners to deliver the intervention. 
Not all couples contacted wanted to take part, due to varied reasons, such as, the partner 
living with dementia having passed away, moved to a care home, unwilling to contribute to 
the discussion or carer partners not wishing to participate or having the time to. The 
limitations of recruitment will clarify for the reader the nature of the sample. Four couples 
were able to contribute (both partners engaging in discussion) in interviews, with two couples 
being more carer-led in discussion and three carer-only interviews also (see Table 1).  
 
Participants 
 
Six couples and three carers were recruited. This sample is appropriate for research with a 
hard-to-reach population, and is well within the expected target of Professional Doctorate 
                                            
1 Reference number IRAS project ID: 137317 Living Together with Dementia 
  REC reference: 14/LO/0112 
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research utilising thematic analysis (Braun and Clarke, 2013). All of the couples were 
married.  
  
The study necessitated the articulation of clear inclusion and exclusion criteria in order to 
strengthen its design and ensure that participants’ wellbeing would be held in mind at all 
stages. These criteria were developed in consultation with my supervisor as well as by taking 
into account pragmatic concerns and insights garnered from extant literature.  
 
Inclusion criteria 
 
 Participants where one of the pair has been diagnosed with dementia 
 Participants who have lived as a couple for at least two years 
 Participants who have undergone the LTwD intervention (couples therapy) 
 Participants who have sufficient language abilities to take part in the study, informally 
assessed by me 
 Participants who have the capacity to consent (as assessed by therapeutic practitioner 
and myself) to take part in the study 
 Person with dementia with a mild or moderate level of impairment as evidenced by 
having a recent score of 18 or above on the Mini-Mental State Examination (Folstein, 
Folstein, and McHugh, 1975) 
 
Exclusion criteria 
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 Participants who are deemed to be emotionally vulnerable, physically frail, 
experiencing significant distress or experiencing difficult family circumstances that 
would make participation inadvisable  
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Vonne 
John ⸸ 
Carer 
Person w/ 
dementia 
82 
77 
Female 
Male 
White 
British 
White 
British 
Alzheimer’s 
disease 
Beth  
(carer 
only) 
 
 
* 
 
 
 
* 
 
2 years 
Susan 
Arthur ♯ 
Carer 
Person w/ 
dementia 
74 
79 
Female 
Male 
White 
British 
White 
British 
Alzheimer’s 
disease 
Beth  
(carer 
only) 
 
 
 
18 
 
 
 
12.12.16 
 
 
2 years, 2 months 
Lara 
Trevor 
Carer 
Person w/ 
dementia 
80 
79 
Female 
Male 
White 
British 
White 
British 
Alzheimer’s 
disease 
Beth  
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23.01.17 
 
6 months 
Martha 
George 
Person w/ 
dementia 
Carer 
81 
82 
Female 
Male 
White 
British 
White 
Lewy body 
dementia 
Beth 24 03.03.18  
5 months 
33 
 
British 
Luc 
Anne 
Carer 
Person w/ 
dementia 
89 
90 
Male 
Female 
Guyanese 
Jamaican 
Mixed 
dementia 
(Alzheimer’s 
and 
vascular) 
Beth  
* 
 
* 
 
4 years 
Max 
Poppy 
Carer 
Person w/ 
dementia 
91 
87 
Male 
Female 
White 
British 
White 
British 
Lewy body 
dementia 
Andrew  
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17.11.16 
 
1.5 years 
Jack 
Marie ♯ 
Carer 
Person w/ 
dementia 
 * 
 * 
Male 
Female 
White 
British 
White 
British 
Alzheimer’s 
disease 
Andrew 
(carer 
only) 
 
 
* 
 
 
* 
 
 
* 
Sarah 
Toby 
Carer 
Person w/ 
dementia 
68 
77 
Female 
Male 
White 
British 
White 
British 
* Andrew  
* 
 
* 
 
2 years 
Rory 
Meisa 
Person w/ 
dementia 
 * 
 * 
Male 
Female 
White 
British 
Alzheimer’s 
disease 
Andrew * * * 
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⸸ Deceased at time of interview 
♯ Living in care home at time of interview 
* Unknown information 
 
 
Table 1. Participants’ demographics and relevant information 
 
Carer Japanese 
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Data collection 
 
Face-to-face, semi-structured interviews were conducted by two researchers (Andrew Balfour 
and myself) separately, with couples together in their home, which explored couples’ 
relationship dynamics in the context of their lived experience of dementia. I interviewed five 
of the couples (two carers only) and Andrew interviewed four couples (one carer only) (see 
Table 1). Interviews are useful to gain insight into individuals’ understandings and 
perceptions, and a semi-structured format gives flexibility in exploring these perspectives as 
well as providing space for unanticipated issues (Braun and Clarke, 2013). Face-to-face 
interviews also facilitate a space for emotions to arise and inflections, poignant silences, 
facial expressions as well as the couples’ body language to be observed by the researcher. In 
conducting the interviews, I drew on my therapeutic skills and counselling psychology 
values, namely phenomenology, open curiosity, as well as empathic resonance, while to the 
best of my ability, I was being careful to not misinterpret, but make note of. I aimed to go 
into the interviews without preconceptions and make sure to bracket my assumptions about 
the topic under investigation (Smith, Flowers and Larkin, 2009). I gently encouraged both 
partners to contribute as equally as is natural for them, aiming to facilitate a flowing dialogue, 
thus making sure to not privilege one voice over another. I was interested in the co-
construction of the couples’ experience and so used open and circular questioning (Tomm, 
1985). Adopting the approach used by Lishman, Cheston and Smithson (2014), the word 
‘dementia’ was initially not used to ensure I did not lead the interview. It was only introduced 
at a later stage insofar as participants used the term. Precautions were taken to ensure that the 
same protocols were used by both Andrew and myself via two meetings where aims and 
interviewing style were discussed and agreed upon. 
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Interview schedule  
 
Rubin and Rubin (1995) highlight the significance of flexibility in qualitative interviewing, 
encouraging the exploration of topics in different ways, and remaining open to learning from 
the interview process. Rubin and Rubin (1995) recommend that in the early interviewing 
stage, the researcher remains open to a variety of explanations, ideas and themes portrayed by 
the participant. This process encourages the researcher to actively listen to the meaning 
portrayed by the participant, whilst ensuring the findings meaningfully capture participants’ 
accounts. Sensitivity to participants’ narratives is something I tried to implement in 
interviews by learning the interview schedule from memory, avoiding asking participants 
questions about topics that had already been addressed, as well as listening to what the 
participant was saying (Braun and Clarke, 2013). 
 
The semi-structured interview schedule was developed based on current literature and areas I 
wished to explore with the research participants and discussed with academic supervisors (see 
Appendix 5). Participants were asked open-ended questions in order to obtain detailed 
accounts of their experiences.  Interviews were audio-recorded and transcribed verbatim by 
me (Braun and Clarke, 2013). This interview schedule was created by me, and agreed upon 
with Andrew Balfour.  
 
Capacity, consent and ethical considerations 
 
A written Participant Information Sheet was provided (Appendix 1) by LTwD practitioners to 
potential participants, two weeks in advance of me getting in contact, to explain what taking 
part in the study would involve. I obtained written consent (both partners in each couple) 
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from willing participants who agreed to meet with me, on the day of the interview. They 
needed to have the mental capacity to be able to give consent and have insight into their own 
experiences (Appendix 4). Capacity was assessed by the therapeutic practitioner who had 
access to the person with dementia’s MMSE scores obtained at the end of the LTwD 
intervention, and who was able to talk to the carer and person with dementia on the phone. I 
also assessed capacity over the phone initially, as well as in person prior to interview and was 
alert to fluctuations or changes in capacity over the course of the research.  
 
There were some risks associated with this research. For instance, working with a vulnerable 
group of individuals who are going through a difficult time in their lives and thus asking 
couples to engage with this material might have elicited distress. I am a trained practitioner in 
the intervention and have previous experience working with this population as a dementia 
support worker, carer support group facilitator and as a senior care assistant in care homes. 
As a trainee counselling psychologist, I have developed skills which aimed to minimise 
distress including being sensitive and aware of participants’ situations, following the pace of 
the couples and using clinical judgment to gauge if the interview situation was becoming too 
upsetting for them. 
 
Participants were made aware that: 
 they have the right to withdraw or suspend the research without providing any reason 
 they have the right to refuse to answer questions 
 they can have a debriefing session after the interview 
 they can email me if they want to talk about any issues after the interviews, and were 
provided with contact details for my Director of Studies, Professor Richard Cheston 
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 I can signpost them for further support if needed 
 
Participants were able to withdraw by contacting me. However, once data analysis started 
there was a point at which withdrawal was no longer possible. Participants were therefore 
given four weeks after participating in the project to withdraw and told this before they 
consented to taking part in the research process. 
 
Any identifiable information was anonymised when the recordings were transcribed. This 
included the use of pseudonyms. Recordings will be deleted once the research has been 
published. Audio-recorded data was stored initially on an encrypted USB stick and then 
deleted after transferal onto a secure, password-protected site on a UWE computer. The 
transcriptions were encrypted and saved on my secure UWE One Drive. I will delete the 
transcriptions after the research is complete.  
 
Interviews were conducted at participants’ homes. Risk associated with this was mitigated by 
me checking in with one of the supervisors immediately before and after each interview (see 
Risk Assessment form, Appendix 7). NHS ethics was approved for this study by the Health 
Research Authority, London-Camberwell St Giles Research Ethics Committee. Site-specific 
approval for The Harbour was granted also2. 
 
 
 
 
                                            
2 Reference number IRAS project ID: 137317 Living Together with Dementia 
  REC reference: 14/LO/0112 
  Date: 24/03/17 
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Analysis 
 
Face to face interviews were audio-recorded and transcribed orthographically using the 
notation system suggested by Braun and Clarke (2013; adapted from Jefferson, 2004). The 
dialogue from interviews were cut and pasted into Microsoft Word files and the original 
dialogue destroyed. Interviews were anonymised then analysed using thematic analysis (TA). 
 
Thematic analysis is an approach to qualitative inquiry which involves ‘identifying, 
analysing, and reporting patterns within data’ (Braun and Clark, 2006, p.6). At the heart of 
TA, is the iterative process of drawing and redrawing thematic maps. They represent the 
culminated understanding of the data-set through interconnecting themes and sub-themes. 
Braun and Clark (2006) proposed the following six-phase guidelines which describe the 
manner in which data from the transcribed semi-structured interviews were organised into 
themed meanings. 
 
In phase one of the analysis I familiarised myself with the data, by repeatedly listening to the 
audio-recording of the interview and reading the verbatim transcripts. Following the 
guidance, I highlighted items of interest and additionally made notes relating to my 
assumptions for reflexive purposes. 
 
Within the second phase, this observational stance progressed to a more systematic response 
to the data for the purpose of code formation. Data blocks were labelled, using the comments 
feature in Microsoft Word, so that they could be categorised in relation to the research 
question. This categorisation served to capture meaning in the data at both the descriptive and 
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semantic levels. Each participant’s voice and frame of reference was prioritised (Braun and 
Clarke, 2013), however, conceptual meanings were captured as is consistent with a 
contextualist approach (Braun and Clark, 2006). Subsequent to a code being applied, a new 
section of the data was examined to decide whether a previous code was applicable or an 
additional code was required.  
 
In the third phase, a progression from generating individual codes to the formation of broader 
themes involved searching the data set for patterns. Braun and Clark (2013) state that 
although themes will be distinct from each other at this time the researcher should be starting 
to consider how together the themes carry meaning in trying to answer the research question.  
 
Due to the specificity being high in the early stages of analysis, the number of codes and 
themes yielded were too numerous to be able to coherently report the data. Boards, large 
spider-diagrams (see Appendices 8, 9 and 10) and movable labels were used as a pragmatic 
way of reducing their number. During this process many of the codes that had been brought 
together as ‘themes’ were collapsed into single codes. Data items were therefore merged, 
moved or set aside.  
 
The fourth phase involved checking the robustness of the analysis. This was performed by 
looking at the coded extracts against their respective codes and themes for fit, in terms of 
how accurately they captured participants’ meanings. The adaptive nature of the analysis 
meant that the steps involved in phases two to four were revisited recursively, and at times, 
somewhat in parallel. Themes that were less coherent and had less relevance to the research 
questions were either re-drawn or eliminated in a way that was judged to benefit the message 
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that the report would carry. The clarification of the main themes was supported by the 
development of thematic maps, which were progressively modified (see Appendices 8, 9, 10 
and 11). 
 
Subsequently in the fifth phase, themes were named and defined. Appendix 12 presents the 
outcome of these aforementioned phases. 
 
In the sixth phase, the final stage of the analysis, the report was produced (see Results 
section). This involved using a selection of exemplifying extracts to construct the narrative of 
each theme. This was achieved by describing and interpreting the data, and by drawing on 
relevant literature and theory. A principle aim of this process was to include a broad a range 
of extracts within a theme to try to capture the participants’ unique perspectives. As per 
Braun and Clark’s (2012) suggestion, the analysis attempts to weave between descriptive 
statements about specific extracts and summative statements within themes that are more 
conceptual in nature. The analysis also sought to be holistic; connections between the themes 
and the research question and between the themes themselves were identified, and the 
resulting conclusions reported. 
 
As a method of data analysis, TA has the flexibility to lend itself to the foundations of 
understanding couples and therapeutic processes by building on a critical realist 
understanding and recognising the intersubjective constitution of human reality (for example, 
Merleau-Ponty, 2005). The fundamental understanding of people as related and socially 
constituted reflects a systemic understanding of couples research issues (Braybrook, Mróz, 
Robertson, White and Milnes, 2017).  
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Rationale for using thematic analysis as a research approach 
 
Several alternative qualitative methods could have been used to answer the research questions 
in this thesis. For example, Interpretative Phenomenological Analysis (IPA) was considered 
as a feasible method of data analysis. IPA’s theoretical orientation is based on 
phenomenology, interpretation (hermeneutics) and idiography (Smith et al., 2009). IPA and 
thematic analysis (TA) have similar features (Braun and Clarke, 2013), such as providing rich 
descriptions of human experiences and meanings. There are also differences between them, 
such as IPA’s emphasis on ‘meanings inherent in human experience and action, regardless of 
their individual or collective origin’, while ‘critical approaches emphasise the social and 
historical origins and context of meaning, regardless of the individual or collective forms of 
embodiment’ (Fossey et al., 2002, p.720). Narrative analysis was also considered as a 
potential method of data analysis. It is concerned with how human beings make sense of the 
world in storied form (Sools, Murray and Westerhof, 2015). Specifically, it is concerned with 
the structure, content and function of the stories we tell in everyday social interaction. It 
espouses that we live in a storied world and that we interpret the actions of others and 
ourselves through the stories we exchange (Sools, Murray and Westerhof, 2015). Grounded 
theory was similarly considered as a possible method of data analysis. Constructivist 
grounded theory in particular is underpinned by the relativist position and expressed through 
the assumption that the researcher constructs a theory as an outcome of their interpretation of 
the participants’ stories (Milles et al., 2006).  
 
Although there are similarities between thematic analysis, IPA, narrative analysis and 
grounded theory, TA aims to summarise data into themes which in turn are explained, rather 
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than attempting to develop hypotheses and theories in relation to the data (Ryan and Bernard, 
2000) or interpret plots and stories participants may be telling (Sools, Murray and Westerhof, 
2015). TA provides greater flexibility and ‘is not wed to any pre- existing theoretical 
framework’ (Braun and Clarke, 2006, p. 9), but can be applied across a range of 
epistemological and theoretical approaches. TA can be used as a ‘contextualist’ method that 
is positioned between essentialism and constructionism, as characterised by theories such as 
critical realism (Willig, 2001). Therefore, the researcher employed an inductive thematic 
analysis approach in the current study because of its flexibility and lack of theoretical bias. 
 
Reflexivity 
 
While qualitative analysis aims to explore the participants’ experiences from their own 
perspective, it recognises that such an exploration cannot easily be separated from the 
researcher’s own view of the world, and the nature of the interaction between researcher and 
researched (Willig, 2001). Smith, Flowers and Larkin (2009) emphasise that researchers may 
not always be aware of their preconceptions, thus recommending sustained reflective practice 
and bracketing in an attempt to manage potential researcher influence. This is something I 
engaged with through keeping a reflexive journal to enhance reflexivity as recommended by 
Ahern (1999). This personal reflexivity (Willig, 2012) enabled reflection on prior 
assumptions that I held about the area of investigation and what motivated me to engage in 
this topic in the first place. I have worked in dementia care for over ten years, in varied 
capacities, and am a trained LTwD practitioner. My motivations and investment in carrying 
out this particular study needed to be explored, for example, the dilemma of hoping to 
capture the efficacy of the therapy through participants’ accounts.  
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It is important to acknowledge that I am an outsider in several domains. I do not have 
dementia, am not a carer for a partner with dementia and am in my thirties. This highlights 
the importance of the balance between reflexivity and subjectivity, concerning the 
relationship between the data and my standpoint or perspective. Interpretation is the joint 
venture containing something that belongs to the researcher as well as something that belongs 
to the text (Willig, 2012). I needed to explore how my own biography and subjectivity 
impacted the research process, including how specific social, economic, and political contexts 
in which I reside impacted the research process at all levels (Hess-Biber, 2007). As a 
counselling psychologist trainee, I am constantly engaged in these sorts of considerations 
with my clinical work and was able to bring a high level of criticality and reflexivity to the 
research. 
 
 
Chapter 3: Results 
 
Four themes were generated from the data (see Appendix 12 for thematic map). The first 
three themes highlight how dementia affected the person living with dementia (‘negotiating a 
sense of self’), the carer (‘one follows the other’) and the relationship between the couple 
(‘widening divergence between us’), respectively. The final theme (‘port in a storm’) 
illustrates how therapy was experienced by each element of this triadic system and has three 
sub-themes (‘reconnecting with the self’, ‘containing the container’ and ‘Living together 
well’). The first three themes provide context for the final theme, which presents novel data 
for the reader. 
 
1. Negotiating a sense of self (of the person living with dementia) 
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There are many references to the ‘self’ or ‘personhood’ of the person living with dementia in 
the data, discussed both by the partners with dementia and the carer partners. Throughout the 
data, participants continually try to make sense of those aspects of the person who is living 
with dementia which they regard as having degraded or deteriorated over time, including, for 
example, their cognitive abilities. Both carers and people with dementia fluctuate between 
narratives setting out a continuity of self and narratives that describe changes. These 
narratives vary from a total transformation of self (‘wasn’t really the same person any more’, 
Vonne, 1.17), to re-emergences of the person (‘now and again that person emerges’, Susan, 
1.19), and the person being more authentically ‘them’ (it [memory loss] leaves more of the 
real person there’, Sarah, 1.41). It is important to note that these narratives are invariably 
shaped by discourse and what is said may reflect the way the self is constructed in 
relationship to others. Context plays a crucial role in these definitions, especially given that 
the repertoire of selves is presented in varying ways in particular situations with different 
people. The carers tend to fluctuate in negotiating the sense of self in their partners, whereas 
the people living with dementia describe a sense of continuity of self. Fear, anger and shame 
permeate through these narratives. 
 
1.1 ‘Now and again that person emerges’ (Susan, carer) 
 
Several participants including both those living with dementia and carers talked about the 
loss of cognitive functioning and the inevitable decline or deterioration of abilities: 
 
 [1.1] But it [husband’s dementia] was going down quite rapidly  
Vonne, carer 
 
[1.2] There's a kind of break in continuity of memory  
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Rory, person with dementia  
 
 
Memory was the most obvious symptom of the dementia that participants pointed to: 
 
 
[1.3] I don't know exactly how to put things because my memory is not good enough 
for that 
Rory, person with dementia 
 
[1.4] but I don't retain things. I was saying to you didn’t I, several times in church 
during the day, "What day did you say?" It's enough to drive anyone bonkers 
 
Martha, person with dementia 
 
[1.5] he sort of got lost 
Vonne, carer  
 
 
 
 
 
Often this deterioration is accompanied by feelings of fear, for example: 
 
 
[1.6] One thing that she does say which shows how she understands things and the 
real fear is what she said in the film “the one thing that I'm most afraid of is that I 
would get to the point in which I won't recognise my own children” 
Max, carer 
 
 
Meisa, whose first language is not English, spoke about her fears about the future, in the 
context of her husband being in a care home: 
 
[1.7] advanced people, mixture, in a public space downstairs, and I can see some of 
them, his future... most of them can't communicate anymore so that means every time I 
can see, his future… Logically, that's a fact of this dementia… is limited time. Yeah. 
That's a fact  
Meisa, carer 
 
Many of the carers were trying to understand what was going on in the minds of their 
partners. At the heart of the intervention there is a wish to help people understand what is 
going on for the other partner, an empathetic leap from one partner to the other, which does 
seem to be happening in this study for the majority of both the carers and people living with 
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dementia. Most of the carers, however, interpreted their partners’ subjective state as 
characterised by a lack of awareness or cohesion of thought. This may have had a functional 
utility for carers, but this assumption which is invariably part of a larger narrative, may lead 
to accounts in which the person with dementia is positioned as having a lack of agency: 
 
 [1.8] When thinking about Marie and thinking about her kind of.… and being upset, 
the capacity to have intense thoughts is presumably decaying as well as everything 
else 
Jack, carer 
 
 
 [1.9] I don’t think he was aware of anything much outside himself really I suppose…. 
I think he had no idea of what it was like, what he was doing… I don’t think he 
understood very much, you know  
Susan, carer 
 
 
Six of the carers and three of the persons with dementia commented on the nature of 
behavioural changes in the person with dementia. The changes here seemed pertinent to their 
socially constructed identities or selves which manifested in public arenas. These changes, 
and indeed the very nature of having a diagnosis of dementia, can often elicit feelings of 
shame. As discussed in literature review, shame can be explicitly talked about or can be 
identified through verbal markers which touch upon feelings of being unwanted, foolish, 
confused or inadequate. Behavioural changes are explicitly talked about: 
 
[1.10] He was sort of starting to behave more oddly… that became accepted, it was 
something that John [partner] did 
Vonne, carer 
 
[1.11] Well that’s the other thing is that dementia exaggerates, previously unsocial 
habits or feelings. It does. Dementia brings it up  
Max, carer 
 
 
Behavioural changes are sometimes associated with expressions of anger: 
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[1.12] But he started getting his dementia, I mean he was getting cross with himself 
really and he got a bit more tetchy and more difficult  
Susan, carer  
 
[1.13] Everyone had to put up with me screaming my head off at times and she [the 
doctor] never warned me that I might do this otherwise I would have cancelled the 
holiday 
Poppy, person with dementia  
 
 
Anger is, in turn, often a marker of shame. Shame was also explicitly referenced by a person 
living with dementia:  
 
[1.14] You feel almost ashamed that you've got it, and you've done something 
wrong… I feel insecure, probably a combination of that [dementia], my background 
and all the rest 
Martha, person with dementia 
 
 
Withdrawing from activities and habits that were previously engaged with seems to be a part 
of the experience of dementia, although only reported by carers. Avoidance and withdrawal 
are often associated with behavioural sequelae of shame, there is often an avoidance of places 
where shameful aspects of the self will be exposed. It may also be the carers negotiating and 
adjusting to the changes in their partners’ social identities and feeling they are losing those 
once tangible indicators of their partners’ identities and roles within their social context: 
 
 
[1.15] He gradually withdrew from things he used to do, he sort of seemed to realise 
he lost knowing how to do things…. lost habits of reading for example. Gradually it 
was a withdrawing from activity I could say 
Vonne, carer 
 
 
[1.16] because the character when she did stop playing the piano really seriously, she 
couldn’t sight read at all and that was, that was a definite clue  
 
Jack, carer 
 
Most of the carers’ accounts gravitate to the narrative of change in the person with dementia 
whereas the persons living with dementia pointed to a continuity of self. Thus, there is some 
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sense of negotiation in how they construct the self of the person with dementia, as a couple. 
The person living with dementia may still retain a sense of self of personal identity while the 
carer might experience a loss of aspects of the personae with which they interacted, for 
example the ‘loving husband’, the ‘organised partner’, or the ‘fashionista’. 
The majority of the carers commented that at times the person with dementia was not 
the same person as they were before the dementia: 
 
[1.17] so, but very you know, very strange, it was, it wasn’t really the same person 
almost or people say that, you know I’m not really sure he changed his personality 
but obviously he behaved in odd ways 
Vonne, carer 
 
[1.18] I realised some of things she was saying was not her, she, I think she realised, I 
think she was not the same... And um, sometimes when she would get on extremes I 
had to realise this was not her, it was the sickness 
 Luc, carer 
 
[1.19] Because he’s just not the same person. I mean now and again, you know the 
way he was, now and again that person emerges briefly and then, ‘Polly’ [daughter] 
says that she says suddenly dad appears and then he’s gone again. It’s not him really 
there, you know, it’s not him 
Susan, carer 
 
 
This quote by Susan highlights the notion that there may be a peekaboo (‘now and again that 
person emerges’, Susan, 1.19) style element to the person with dementia and their 
personhood or sense of self might alternatively disappear and resurface again at different 
times throughout the dementia. Through these quotes however, there is still a sense that a 
core self is preserved, for example Vonne’s [1.17] idea that her husband’s personality is the 
same but behaviour is different and Luc’s [1.18] conceptualisation that the dementia acts as a 
sickness to alter behaviour. Susan [1.19] states that the core self might be deep down and re-
emerge at times despite the dementia taking over her perceived sense of who her husband is 
now. 
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Several carers contrast this changed version with what the person with dementia ‘used 
to be like’ before the dementia, reminding themselves of the selves or personae with which 
they interacted and qualities that may have easily defined that person: 
 
[1.20] I mean he’d always taken the lead before just because he was good at 
organising things… and as I say he was always very patient but then he started 
getting his dementia… he never used to be like this! 
 Susan, carer 
   
[1.21] She was a great fashion person 
 Luc, carer 
 
 
Five participants, both carers and person with dementia, get in touch with their feelings about 
others who have dementia, feelings of anger or sadness at the costs of dementia: 
 
[1.22] But there’s nothin’ in there, there’s nothin’, well it’s just like he’s just there, 
his body’s there… he haven’t given his opinion, he haven’t joined in… all I can see 
him doin’, he’s good for eatin’, he eatin’ and drinkin’, then he sits there  
Lara, carer 
 
[1.23] that's tragic, her husband is really, it's destroyed him, hasn't it? He doesn't 
know where he is, who he is—really sad  
 
Martha, person with dementia  
 
 
[1.24] so you bump along with a little bit of CGT [cognitive group therapy] and uh or 
TLC [tender loving care] depending on where you go and uh... just slowly 
disintegrate  
Max, carer 
 
 
These quotes touch upon existential themes about what people live for or the meanings they 
attach to lived experiences and how they and their partners might experience daily life when 
dementia takes away a lot of previous functioning and shared activity for couples. 
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1.2 Madness  
There are mentions of ‘craziness’ or ‘madness’ in relation to persons living with dementia, 
explored by both persons with dementia and carers. For example: 
 
[1.25] you’re talking to a mad person, I mean it isn’t rational. You can’t have a 
rational discussion so you don’t try and argue about something 
 Vonne, carer 
 
[1.26] or you know, if it was anything, god forbid, we've not heard anything to say 
“don’t contact the children” …You can see um, and hear some of the, "Take her 
away" stuff… Don't get the rubber jacket out yet! 
 
Martha, person with dementia 
 
[1.27] I went completely crazy. And started shouting and yelling and... I was very... 
very disturbed by it [dementia diagnosis]  
 
Poppy, person with dementia 
 
[1.28] he just seemed to suddenly go absolutely crazy really. I felt as if something had 
happened in his brain 
Susan, carer 
 
 
On the other hand, one carer discusses the possibility of rational fears underpinning 
‘irrational’ or ‘crazy’ behaviour:  
 
[1.29] The point is that lying behind the distortions of dementia is a rationality. And a 
series of rational fears promoted very often by an abnormality of conception and 
vision or so on… lying behind that remark was a rational understanding of what it's 
all about. You know it's not a remark of somebody who’s going crazy. It’s not a 
remark of somebody who identifies as having dementia and not in touch with reality. 
It's a remark very much in touch with reality 
 Max, carer 
 
When thinking about subjective perceptions of ‘reality’, there seems to be an element of fear 
elicited by dementia symptoms, such as hallucinations. This can often alter the person’s 
thoughts about what is real or not real and impact upon their sense of self in this context:  
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[1.30] but it's very confusing, like very different, and it's very, very scary what 
happens to you, that was quite uh, scary. It’s a horrible feeling of not being— I know 
you can't control your dreams either, but not being in charge of, what you're actually 
doing and, not understanding half of it 
 
Martha, person with dementia 
 
[1.31] well if my dementia gets worse I hope I won't suddenly see images of enormous 
spiders filling the screen and so on… I've got a lot to be frightened of, if I knew these, 
if I didn't know these were hallucinations, a tiger could come into the room and I'd 
have a heart attack I think 
 
Poppy, person with dementia 
  
[1.32] Because my awareness of these situations that I've been in, has been, is all 
blurred… and uh... broken up 
 
Rory, person with dementia 
 
[1.33] The real/unreal life that people with dementia or Alzheimer's live, of huge 
reality next to an unreality 
Max, carer 
These accounts all conjure up a sense of being out of control and thus stirring up anxiety and 
fear around how to carry on with life. There is a strong sense that the self might fall apart or 
fragment into pieces, which is a common thread in anxiety, but also for people with dementia 
whose internal landscape and sense of cohesion of the world is already fragmenting. This 
may have an impact on their narratives of socially constructed selves and perhaps also their 
core self of personal identity which acts in the here and now.  
 
1.3 ‘Cause you still go on’ (Martha, person with dementia) 
 
As stated above, the majority of the people with dementia touch upon the sense of carrying 
on with life despite the dementia and how it feels to have dementia: 
 
[1.34] Cause you still go on, don't you? 
Martha, person with dementia 
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[1.35] Well it's [having dementia] ghastly sometimes and it's not anything at all other 
times. I mean you don't feel horrible all the time, do you? 
 
Poppy, person with dementia 
 
 
[1.36] well I feels alright, I feels OK in myself 
Trevor, person with dementia 
 
 
One of the participants with dementia attests the idea that dementia is a death sentence [1.37], 
again another existential thread, and one possible interpretation is that she might not want 
others to view her dementia this way either. This fits with the narrative of the people living 
with dementia still feeling they are able to carry on with life and still be themselves in the 
light of dementia: 
 
[1.37] They give it a very bad portrait in the press, dementia. They made a big sob 
story about it, as if it was his [Terry Pratchett’s] funeral. He was still alive! 
 
Poppy, person with dementia 
 
 
In addition to this self-continuity narrative, four carers point out that the person living with 
dementia still retains some of their characteristics or abilities which may contribute to who 
they are. For example, Meisa, Luc and Sarah fluctuate between continuity of character and 
changes in their character accounts, depending on the social or skilful ability that they are 
discussing in relation to their partners: 
 
[1.38] Well you are good character thinking about the other person’s mind... It’s still 
there 
Meisa, carer 
 
 
[1.39] She likes to sing. She has a repertoire… and she has a good memory, she 
remember things, line by line 
Luc, carer 
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[1.40] I’m just thinking you [partner] have got a lot of inner resources… yeah and I 
suppose that is something that you [partner] have always done 
Sarah, carer 
 
 
A more tentative suggestion from one carer is that there is a fundamental essence or core self 
that is exposed with dementia and perhaps the carer is able to get in touch with this. This may 
also be a self in context that the carer is craving or connecting with, to attach more to her 
partner as the dementia journey progresses: 
 
[1.41] But I've learnt more about Toby [partner]… I thought I knew everything but I 
think I've learnt more about your vulnerabilities and you know some of the ways that 
previously I would see you in one way, you know as a very strong person but I think 
with some of the things that memory loss strips away, then it leaves more of the real 
person there… there’s a beauty you know, there’s a, there’s an inner beauty that 
shines out of you 
Sarah, carer 
 
The carers in these accounts seem to be in flux (both between them and within themselves) 
about how they perceive their partners with dementia and how this ‘self’ is constructed and 
interacted with. The partners with dementia are more wedded to the idea that they carry on 
being themselves despite the dementia, that their personhood remains intact.  
 
The neurological changes that are inherent within dementia may have bearing upon the self in 
several ways, from the withdrawal of the person with dementia from relationships, activities, 
habits to losing their cognitive abilities, having a different sense of reality to others and being 
less able to function in daily living or less motivated to pursue passions due to a lower mood 
or difficulty in executing functions. The majority of carers feel they are losing their partner to 
the dementia and thus they are not the ‘same person’, although there seems to be more of a 
negotiation around continuity of the self and the changes in the person living with dementia. 
Accounts point to a retainment of a core self which cannot be lost with dementia, with more 
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socially constructed selves constantly in flux and either morphing, disappearing or re-
emerging throughout the dementia. 
 
2. Dementia and the carer: ‘One follows the other’ (Max, carer) 
 
 
The carers who took part in Living Together with Dementia were living with their partners 
with dementia at home at the time of intervention. In doing so, they had their status or role 
transformed from that of a partner to that of a carer. These carers experienced stress in 
balancing looking after their partners with other daily activities. They also had to come to 
terms with loss, sadness, anger and pain experienced by their partners and themselves. Carers 
needed to be hypervigilant on behalf of their partners, looking out for possible risks and 
hazards, and often adopted a more parental or teacher-like role with their partners to manage 
their caring duties. Their mood and physical health were affected, for example feeling low or 
anxious and having high blood pressure or experiencing bodily pains. Carers pointed to 
concerns around their own memories and feeling they might be getting dementia in an almost 
contagious way from living with dementia. Carers experienced inevitable burnout points, 
where it became unmanageable to continue looking after their partners and this was 
associated with crises and admissions to care.  
 
2.1 Dutiful carer role 
 
 
The majority of the carers talked about needing to be the ones who played the more active 
role in the relationship regarding adapting to changes associated with the dementia: 
 
[2.1] So I had to take it, take over all that really 
Susan, carer 
 
[2.2] It was a trial and error time period and I had to make that adjustment, adapt 
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Luc, carer 
 
[2.3] It can be a bit frustrating [being a carer] but generally it doesn't bother me that 
much. There's always a way of adapting, um, when we go out and come back, once we 
get in, we can sort of re-jig things a bit. But ah, yeah, overall though, it's not too 
dreadful 
George, carer 
 
All the carers in these interviews had made the choice to live at home with their partners and 
take on the role and responsibility of carer, with all that entailed, both practically and 
emotionally. 
 
 
2.2 Step-ahead environment 
 
 
Several carers discussed the increasing need to be hypervigilant on behalf of their partners. 
This translated to a physical and temporal ‘looking ahead’ and thinking through how a 
sequence of events might play out with a person living with dementia, where they themselves 
might not be aware of certain aspects in their immediate environment, due to cognitive 
impairment. Consequently, carers articulated a need to amplify their senses, in case 
something bad happened to their partner or themselves: 
 
[2.4] Um, I'm constantly aware now of the possibilities, um, not so much in the house but 
outside you know what I mean, we go out— The possibilities of these little falls and 
things, although there haven't been so many of those recently… Well like whenever we go 
out I'm constantly aware, looking out for things that might cause a trip. Constantly doing 
that. Going around the corner, we've got to get around here in a certain way… 
Constantly looking ahead, you know, yes 
 
George, carer 
 
[2.5] But that does mean you have to be able to, you gotta really be able to prophecy how 
things are going to go…. There is another thing you see that the partner or other person 
is living in a completely different system where you’ve constantly got to be looking at 
things that you’ve never had to bother looking at…. that is an environment in which you 
constantly have to be a step ahead 
 
Max, carer 
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These quotes are consistent with the idea that the carer is being a ‘cognitive container’ for the 
person with dementia and taking on more of a parental-like stance with them, guiding the 
partner through environments and systems that once were independently navigated but now 
may need aid from another to avoid harm or upset.  
 
 
2.3  Carer burden and (inevitable) burnout 
 
 
The majority of the carers reported feeling burdened with caring responsibilities and feeling 
the strain of this in their own lives. This manifested itself in feelings such as stress, 
exhaustion, anxiety, anger, depression, feeling overwhelmed as well as physical ill-health: 
 
[2.6] And I think at that time, em for me, I was just feeling really burdened, um full 
of…. um for particularly if I get tired or you, overwhelmed, overruled, em then, then I 
stop being able to think clearly and I'm sure this has got something to do with 
dementia as well.... and I said, feeling really guilty "I do drink more" and I, I get 
home from work and I just can't wait to have a glass of wine because I was often 
critical of myself. My blood pressure em shot up really high and as I said my weight. I 
was really stressed, so over bearing and umm I couldn’t think of a way to help myself 
you know…..umm but it was trying to hold down a full time job and you know be a 
carer as well and all that involved and with a broken heart 
Sarah, carer 
 
[2.7] There are some people who better not be left in in the care of their umm 
inevitably weaker partner because they are going to an Alzheimer, into Alzheimer’s 
disease and the strain then for the healthy one, comparatively healthy one eh could 
easily erupt in the sort of madness that leads to them killing their wives… those kinds 
of outcomes have to be thought about really. I mean outcome of interference in 
people’s lives 
Jack, carer 
 
Four carers talked about the contrast of their feelings to those of their partner, regarding how 
much emotional strain they have had to take on compared to their partner. Feelings of anger 
seem to be present here for the carer towards the person with dementia, where they are 
having to bear a lot of the stress compared to their looked-after partner: 
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[2.8] I was psychologically and emotionally very weak. He or himself [partner] 
they’re fine, they are looked after but it's not fine always as a carer, it’s harder, 
exhausted and so you have to also look after yourself…. So much to do... Yeah... I am 
exhausted. Every time, every night before bed. Oh I didn't do anything today and the 
piling, half of the mountain is still there. The mountain doesn't go low at all 
Meisa, carer 
 
[2.9] I’m the one whose going down hill… ‘cause it wears me, it do wear me out... I 
mean you’re a wreck and he’s standing there, everything bounces back off of him. He 
stands there as large as life, as healthy as can be and here you feels a wreck… I don’t 
know how much longer I can carry on... I’m on me own. If there’s any trouble, I’m on 
me own 
Lara, carer 
 
 
Five of the nine partners with dementia have at some stage after the intervention moved into a 
care home setting. Several of the carer participants talk about the lead up to this point as 
increasingly a struggle to manage their caring role and if not one, several crisis points which 
resulted in not being able to cope any longer and circumstances needing to drastically change: 
 
[2.10] I wasn’t worried about my safety but I was worried about my health and I did 
think with these sort of constant disturbances at night, you know, I was worried that I 
would have a bre- not a breakdown, I don’t think I’m the breakdown kind but would 
physically get ill, um, so that’s what really pushed me in the end to think I wasn’t 
really coping very well so, I remember lying in bed, you know, having got up twice 
already and thinking you know how much more can I take of doing this, it’s really, 
very hard…. His condition became so difficult. I found it impossible in the end 
Vonne, carer 
 
[2.11] And then they [family members] got worried about me really, whether I was 
going to survive it… Yeah relief that it was it [care home] was a nice place and a 
relief that he wasn’t here [laughing] because I thought I just can’t stand this, 
especially as I couldn’t get any sleep either. It’s terrible 
Susan, carer 
 
[2.12] But then I'm not the patient or the subject. But if you look at the statistics you 
see exactly what happens… it's got to that level actually, quite a serious level in which 
there are breakdowns. In which there’s certain things that happen or and, or a 
breakdown of the other partner generally or who knows what sort of illnesses 
triggered off as well, like cancer… I am invisible, unless I break down… who knows 
when you’re ready to break 
Max, carer 
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Carers seem to be expressing how difficult it is to look after someone with dementia and the 
toll it takes on their lives. One interpretation of the data is that anger permeates through these 
carers’ accounts, mostly implicitly, directed either towards their partners or at the dementia 
itself. 
 
2.4 Follow in their footsteps 
 
Several of the carers in the interviews talked about concerns around their own memories and 
that there is a sense that their own cognitive abilities have decreased. These worries might 
stem from the symptoms of increased carer stress, having a heightened awareness of memory 
issues through their experience of living with dementia or feeling they are following in the 
footsteps of their partners: 
 
[2.13] Every time you can’t remember something you start to worry about whether 
you’re starting to get Alzheimer’s 
Vonne, carer 
 
[2.14] I can see myself getting inefficient, I can't remember as I used to. I was better 
at remembering other things, now definitely slowed down very clearly 
 
Meisa, carer 
 
[2.15] I couldn't remember what I had said or thought and I got into a terrible 
depression about that. I'm getting a bit thick and my brain is definitely not working 
properly in the way that it used to… I introduced a lemma into my talking and my 
ideas and its actually thrown out my memory, how you say…So what was all that 
about? That was all about the difficulty of remembering and going gently gaga. It’s 
not a big eh it’s not a collapse… now I'm beginning to be a patient 
Jack, carer 
 
[2.16] Uh it might be the opposite for me. I feel like I've not got dementia but I'm just 
waiting to be diagnosed as having dementia. Which I wouldn't be surprised. I mean 
you look at the statistics most of the couples in situations like that, one way or the 
other either follow into physical or psychological illness in the relating and caring 
situation. The high damage rate in caring with partners is quite high I thought... yeah, 
understandable. One follows the other 
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Max, carer 
 
The carers interviewed had all taken on the caring role to look after their partners with 
dementia at home, during the time of the intervention. During this period in their lives, they 
reference needing to become more vigilant on behalf of their partners, often feeling 
overwhelmed in trying to balance their caring duties with daily life and ending up 
experiencing burnout periods. Through these accounts, anger is implied, but not explicit 
(except when discussing the intervention, later on: ‘I felt free to just to say, do whatever, I 
wanted to cry, be angry’, Sarah, 4.25), where the carer has felt in some way ‘damaged’ (Max, 
2.16) by their caring situation, and neglected (‘I am invisible unless I break down’, Max, 
2.12). This anger may not be able to be fully expressed by carers who are dutifully trying to 
care for their partners, but it is present nonetheless as part of having to live with a terrible 
illness. Additionally, there is a sense that the carers may be following their partners’ footsteps 
into dementia in a sort of unavoidable, contagious manner. 
 
 
3. Widening divergence between us (Dementia and the relationship) 
 
 
 
Dementia manifests in a couple relationship in different ways. On the whole, dementia seems 
to pull the partners apart from each other, where both can experience feeling lonely or on 
their own, get the sense they are moving away from each other in terms of shared activities, 
tastes or experiences and ultimately where the partner with dementia is on a separate path 
from their partner, ostensibly closer to death. The couples also experience a transformation of 
their relationship from spousal or romantic or a life partnership to a relationship that might be 
more similar to a parent and child or indeed guardian and dependent (or carer and patient). 
 
 
3.1 On separate paths 
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The majority of carers discussed the growing differences between themselves and their 
partners with dementia, as a consequence of the dementia. Four of the carers talked about 
their tastes and activities changing as dementia progressed: 
 
[3.1] Very sad really ‘cause I mean, going to concerts was something I liked doing 
and um I still do a lot and did a lot without him actually  
Vonne, carer 
 
[3.2] So our cultural viewing and our explorations are rather different. I think we 
have different- our tastes that have grown wider apart than come closer. It's a very 
good example of the divergence between one of the partners in a situation like this. 
Very, very wide divergence 
Max, carer 
 
Six of the nine sets of participants discussed feelings of loneliness in relation to the dementia: 
 
[3.3] I mean I think I was beginning to sort of feel at that time I was more or less on 
my own because I couldn’t have a conversation with him and I felt it was just me 
really against the world in a sense  
Susan, carer 
 
[3.4] Doesn’t matter how much I talks, how much I says, like this, nothin’ll change. 
Nothin’... I’m on me own. I’m on me own.  
Lara, carer 
 
[3.5] You still do feel quite lonely, because like —I’m sort of, it’s a, George [partner], 
thank god, has still got all his marbles  
Martha, person with dementia 
 
Several of the carers highlighted the difference between themselves and their partners in 
relation to how much time they have left to live: 
 
[3.6] The social worker tried to put us both in a home. I said, you’re trying to cut my 
life short! Come back in 5 or 6 years and I might consider it.  
Luc, carer 
 
[3.7] I mean how many hours to be together with Rory [partner]?! And the reality is 
that it's getting down and down, and down... Six months, one year, two years?  
 
Meisa, carer 
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3.2 A transformed relationship 
 
As dementia progressed, seven of the nine couples implied that the relationship took on a 
more parental-child-like quality: 
 
[3.8] [directed to partner] that is your napkin, wipe your mouth, then eat your cake!  
Luc, carer 
 
[3.9] Because I just couldn’t deal with him [partner] sometimes and sometimes he just 
wouldn’t do what I wanted him to do or I asked him to do or go where I wanted to go, 
sort of thing… so I’d just sort of leave it ‘til about 10 minutes before I was going to go 
and then say well I’m going to art this morning so you can do this and give him some 
colouring to do or something or sometimes he’d just sit and I’d put something out for 
him in case he wanted to do it  
 
Susan, carer 
 
One carer compared looking after someone with dementia to looking after a baby and the 
sadness that accompanies the different trajectories those individuals are on: 
 
[3.10] And you compare looking after somebody who is dying with somebody who is 
at the beginning of life, a baby, and the thing is the baby looking after, caring which 
people make a big hooha about. After three or four years you're going to see real 
progress and get fulfilment out of that. What you have done will help create this being 
whereas when it is somebody who is going into decline it’s more difficult and (pause) 
and more upsetting and you have to have a kind of commitment to it  
Jack, carer 
 
The majority of the carers considered their role in protecting their partners with dementia, 
which is consistent with the idea that they were needing to be parental, guardians or carers to 
reassure their partners: 
 
[3.11] Um but it I felt like I had to protect him and I wouldn't of thought that before 
dementia  
Sarah, carer 
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[3.12] When he was sure there was somebody and he was sort of chasing them around 
near the window, um I did manage to persuade him that I’d eliminated them and 
they’d now gone  
Vonne, carer 
 
All of the participants commented on loss in some way, and often there was a perceived loss 
of some element of the previous relationship partners shared, ascribed to the dementia, which 
highlights the transformation of the relationship: 
 
[3.13] Well sex in dementia I'm not going to talk about because I haven't experienced 
it. We don't have any sexual relations at all my husband and I and um... so the next 
step is up to me really 
Poppy, person with dementia  
 
 
[3.14] Wife and mother probably are certainly muddled up and actually now for my 
mother to have retreated from me because of the disease, well that’s a bit of a double 
whammy 
Jack, carer 
 
 
 
From these accounts, dementia seemed to pull partners away from each other, with the 
relationship morphing away from their previously established ‘coupleness’ to a more 
parental/child-like or guardian/dependent-like dyad.  
 
 
         4. Port in a storm (How therapy was experienced by the couples) 
 
 
The LTwD therapy was described by the majority of participants across the couples as 
‘holding’, in therapeutic terms, where both the person living with dementia and the carer felt 
understood and validated independently but also as a couple, trying to manage and face the 
dementia together. This theme touches on all three aspects discussed above in the first three 
themes, in the context of having undergone LTwD. 
 
 
4.1 Reconnecting with the self 
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Therapy was mostly well received by the participants and described as useful and helpful for 
several reasons:  
 
[4.1] he [PWD] seemed to manage to have a reasonable conversation and she was 
able to talk to him, so that worked very well, so he did like her coming… she’d come 
back, she’ll come back, you know he really liked that and actually looked forward to 
it… and that’s why it was you know helpful to have somebody to touch base with and 
it’s, so it was a stability factor for him 
 
 Vonne, carer 
 
 
One interpretation of Vonne’s account is that a sense of stability amidst a fragmented internal 
world may have helped the continuity of a sense of self for the person with dementia. Indeed, 
this is in keeping with the intervention’s ethos to foster a stable therapeutic relationship for 
the person with dementia (and carer).  
Several participants with dementia described themselves as enjoying being able to talk with 
another person and reported that part of this was due to the therapist’s personality or 
qualities:  
 
[4.2] she was down-to-earth… she was good… Visits, people coming to talk to you... 
Well she listens to you… It was good, somebody being able to come out and talk with 
you 
Trevor, person with dementia 
  
[4.3] No she's good. She makes you feel quite relaxed. And she is good company… I 
think a lot of it was her personality. She made people feel at ease… But it's nice to 
think that someone's remembered that you have got this. You do feel quite lonely… 
This is a sort of a mysterious illness, isn't it? 
 
Martha, person with dementia 
 
[4.4] I mean he quite liked the fact that she’d [LTwD practitioner] been and he was 
usually in a good mood after that 
Vonne, carer 
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The quote above by Martha [4.3] may highlight the therapist’s way of being with the client in 
the context of their dementia. Within a therapeutic context, Martha’s appreciation of being 
remembered by her therapist seems to echo the therapeutic frame of ‘being held’ or contained 
within this relationship. 
Therapy may have serviced to model a genuine interest or a curiosity in the person 
living with dementia for the carer, in terms of valuing the person with dementia as someone 
worthy of attention and in helping create more emotional contact between person with 
dementia and carer. For example: 
 
[4.5] When I said about not facing each other they [LTwD practitioners] suggested 
we face each other and that we hold hands or touch each other to sort of well to 
reassure him really that I was there, for him in a way. Things like that, um, no I think 
that did help 
Susan, carer 
 
 
[4.6] That means especially your [LTwD] way of approach is trying to understand 
what's going on in his head (laughter) it's helped a lot… But uh, if we have a very 
high standard professional listener, therapist with us is, to understand what's going 
on in his mind and if possible in my mind (laughter) as well from the more logical, the 
third persons eyes. Especially to understand him 
 Meisa, carer 
 
[4.7] That for me was a huge turning point where I realised you know it’s OK Toby is 
my partner. I can share my stress with him and he can still contain some of that and 
can still help me a bit if you know, noticing if I'm struggling… saying how I feel and 
Toby being able to pick up on the emotions and em give me sustenance in a very good 
way 
 Sarah, carer 
 
 
The above quotes reference the importance of acknowledging that the person living with 
dementia is still worthwhile, may still retain a sense of who they are and are still able to 
display aspects of themselves that the carer has found important. Additionally, they might 
benefit from support from the therapist and carer around promoting this continuity of self and 
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acknowledgeable characteristics, such as Toby’s [4.7] ability to still contain his partner’s 
stress. 
 
Therapy seems to give a space for the carer, the couple and the person with dementia. That 
attention and focus on the person with dementia aims to affirm their personhood and provides 
a curiosity in who that person is now: 
 
[4.8] And there’s something about curiosity that’s umm vital in this kind of journey 
Sarah, carer 
 
 
[4.9] It [LTwD] worked very well indeed because there were two of them, would do it. 
Poppy sitting down here while her husband rattles and she couldn't get away. So she 
felt she had someone she could focus on and could focus on her 
Max, carer 
 
 
[4.10] I've always had a good impression of your effort and... I think positively I hope 
helpfully of your... effort... your attention 
 Rory, person with dementia 
 
 
Therapy seemed to give a space for the person with dementia to process emotions, at a time 
when so much of their lives were changing. A non-judgmental, empathetic therapist might 
have been an easier person to open up to than a family member: 
 
[4.11] He needs to, I think he needs to talk to um... a professional like you [Andrew] 
about what he's feeling himself in his mind. Quite often you said I feel fed up with 
everything, you quite often said to me... when you are in a low mood and just fed up of 
everything 
Meisa, carer 
 
[4.12] And as far as I know assuming that she [LTwD practitioner] did manage to get 
him to talk about it [dementia] she was probably the only one who got him to talk 
about his condition or how he was feeling about it. She probably heard stuff I didn’t. 
So that’s what I imagine and that’s why it was beneficial for him that there was 
somebody he felt able to talk to…. ‘cause I suspect that he might’ve opened up to her 
more about his real feelings than he was able to me 
Vonne, carer 
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[4.13] There could be tailoring, there could be overview of, it could even be those 
fears that a lot of dementia patients have that they don't want to talk about that things 
are going wrong in their bodies to the doctor and don't even want to complain about 
it to anybody but somebody with a really good empathetic view of things, and trained 
empathetic views would be able to notice and so on. That's what's needed 
Max, carer 
 
 
Other helpful aspects of therapy in relation to the person with dementia, which seemed to 
validate their unique experiences, were offered by several participants, such as: 
 
[4.14] The fact is that the help that is needed for situations like this as you can see is 
professional help that is focused on an understanding of the real/unreal life that 
people with dementia or Alzheimer's live. Of huge reality next to an unreality 
 Max, carer 
 
 
[4.15] And if you've got dementia you don't want pity you want help like Max has 
given me. You need that 
Poppy, person with dementia 
 
 
One participant commented on the therapy capturing something of the essence of the person 
with dementia through the use of the video technique:   
 
[4.16] She did a little video and that was quite amusing, you know, one of the best bits 
and she sent me some stills from it. It’s actually one of the best photos I’ve ever had of 
him…but he’s really laughing, you know, he was still, he was quite a jokey, sociable, 
jokey sort of person 
Vonne, carer 
 
 
Therapy seems to help both the person living with dementia and their carers to reconnect with 
the person with dementia’s sense of self, through discourse and through more emotional 
contact, by instilling a curiosity or interest in them, in who they are now as well as their past 
history. This allows them to feel validated and worthy of others’ attention and allows them to 
emotionally process, which is an ability they still retain. Therapy also helps them come to 
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terms with loss, accepting associated changes and starting to adjust, and gives them the 
chance to reconnect with their partner. The therapist models that interest in both partners to 
enable a relationship together, and continuing to connect with that essence of the person 
living with dementia that is still tangible and reachable. 
 
 
 
4.2 Containing the container 
 
 
Through carers’ accounts, it is apparent that for many of them the intervention happened at a 
time when they were particularly burdened with their caring responsibilities. Most of the 
participants state that they found the intervention helpful at this time. 
 
There is a strong sense throughout the data-set that carers appreciated being ‘held’, or indeed, 
‘contained’, in therapeutic terms, by the therapist whilst they were in this caring position, 
which from one carer’s account is a lonely one and from several carers’ points of view a 
difficult time: 
 
[4.17] I mean I think I was beginning to sort of feel at that time I was more or less on 
my own because I couldn’t have a conversation with him and I felt it was just me 
really against the world in a sense [laughing], so it [LTwD] did help in that regard 
 
Susan, carer 
 
[4.18] Uh, just somebody I could talk to, I think and understands, understands it, 
understands what you’re sort of goin’ through coz it ain’t easy it ain’t easy at all. 
Because um, your life’s gone. Your life’s gone… she [LTwD practitioner] caught me, 
as soon as I said what I calls a bad time and then she’d chat like you’ve [Beth] done 
and I’d sort of cools down sort of thing 
Lara, carer 
 
[4.19] and I said, feeling really guilty "I do drink more" and eh [LTwD practitioner’s] 
response, I don't know the exact words but she just put it in such a way that I felt 
anything but judged… And that was just so valuable to me because I was often critical 
of myself at that time, especially now I look back to how tough it was… I think my 
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physical health has improved as well. I see that as being really significant that we had 
the intervention at a time when my blood pressure shot up really high 
 
Sarah, carer 
 
They report gratitude for being understood by someone who was a third party and not related 
to their situation, for example a friend or family member, but who also understood the 
context of dementia and couple dynamics: 
 
[4.20] Well I suppose it do help, it’s nice to have someone to chat to, have, you know, 
not sympathy, just understanding with what you’ve got to put up with… it’s just 
somebody that you can talk to, cause if you talk to any, if you talk to anybody that you 
knew, soon as I said they says well he seems alright to me, like you know what I mean, 
just somebody with a bit of understanding I think, to understand how I feels 
Lara, carer 
 
[4.21] It was tremendously helpful…  I needed desperately to have a very professional 
listener. If we have a very high standard professional listener, therapist with us, is to 
understand what's going on in his mind and if possible in my mind (laughter) as well 
from the more logical, the third persons eyes. Especially to understand him but also to 
understand myself  
Meisa, carer 
 
Carers appreciated being able to talk through things with someone and this helped them make 
sense of events and feelings: 
 
[4.22] Yeah, I mean for me it was very good I think because it was nice to talk to them 
about, talk through things and they had suggestions 
 
Susan, carer 
 
[4.23] The other thing about [LTwD practitioner] was reminding me about being 
curious about things because when I was in the midst of all sorts of feelings and 
emotions sometimes I wasn't able or I forgot to stand back and be curious to ask 
myself the question, “I wonder why, I wonder why I'm feeling upset about something 
I'll wonder why this feels so difficult” 
 
Sarah, carer  
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Carers describe how they were able to express their feelings with the therapist, notably in 
being able to vent anger and sadness, for example in Sarah’s case [4.25]. Carers reference 
how crucial it was to be able to be honest about what they were thinking and feeling: 
 
[4.24] I was very frank at the sessions we used to have.... I was, I get to know the two 
girls [LTwD practitioners] and we spend many an hour here. I think they were here 
about two years with the project and we were able to be frank with each other and I 
thought they were helpful. The girls among them, they related to me and I related to 
them 
Luc, carer 
 
[4.25] I felt free to just to say, do whatever, I wanted to cry, be angry, all of the 
emotions of life that were very much there and just needed to come out… I think 
being, to be able to be honest about how I felt and you know how he was, how lost I 
felt a lot of the time, it was just, it was an amazing thing to be able to do that 
 
Sarah, carer 
 
Four of the carers commented on the nature of the intervention, wondering if it was 
psychotherapy, research or both:  
 
[4.26] I found that what was a research procedure started to become a therapy  
Max, carer 
 
[4.27] It was very comforting because it was supportive and it was, I mean we could 
have rambly thoughts like as I am doing really now and you responded to them, I 
mean that’s a bit like, a kind of, it’s a bit of psychotherapy, isn’t it? 
 
Jack, carer 
 
[4.28] But of course, in that sort of research, a bit like being a psychotherapist, you’re 
not really offering stuff, you’re taking in, and adding it all together in a research 
project 
Vonne, carer 
 
 
The therapeutic relationship was mentioned, as well as a sense of comfort of being able to 
talk with the therapist, the expertise of a ‘professional’ and being able to ‘click with’ them as 
one person relating to another: 
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[4.29] Yeah it was very, very pleasant indeed, you know, and it stretched over many, 
many weeks and um, we dealt with all manner of things really, yes. And um, it just 
happened to click with her [LTwD practitioner]. She had a very nice manner and uh 
so on. The whole thing was most satisfactory, I, we found. Very, very helpful 
 
George, carer 
 
[4.30] I found that what was a research procedure started to become a therapy and 
because of that there was the usual counter problems and there was a... uh... a 
therapeutic relationship had been formed not just an investigative one 
 
Max, carer 
 
[4.31] Yeah well it [LTwD] was such a lovely experience… I thought [LTwD 
practitioner] was excellent, she just got us 
Sarah, carer 
 
Several carers pointed out they would’ve liked more sessions and the therapy ended too soon 
or there was not enough: 
 
[4.32] We were quite upset when it finished. And tried to extend it for a bit 
Vonne, carer 
 
 
 
[4.33] So yes, that is one of the reasons why in a program like this, you vanish…  
(Andrew: mm, we left you…) 
Then there is no other organisation to take over with enough expertise to be able to 
handle it [talking about carer burden]… So see the gap that your procedure, your 
research procedure leaves… And it came to an end because you didn't have any 
termination procedure for it, well not within your budget anyway 
Max, carer 
 
 
[4.34] It [LTwD] was like finding a port in a storm for me at that time and what I 
have gained from it has sustained me and even though I wanted more, and I think a 
lot of people have the same view, have said that 
 
Sarah, carer 
 
 
[4.35] It was too short 
Meisa, carer 
 
72 
 
 
 
Therapy seemed to help all nine of the carers in some way, by allowing a space for them to 
talk about what was going on and be honest about how they were feeling in their caring roles. 
Therapy also seemed to provide the carer with a bit of care and focus for them, with the 
therapist as someone there for them at this time, to absorb some of the burden (containing the 
container). Several carers discussed therapy as a place to try to make sense of events and 
feelings and half of the carer participants commented that the therapy was not long enough. 
 
 
4.3 Living Together Well 
 
 
The therapy seemed to serve a function in enabling the couple to maintain some of the 
closeness in the relationship that was at risk of being lost due to the dementia, review their 
resilience through previous hardships as a couple, increase empathy between them and share 
in living with dementia together. 
 
 
4.3a ‘We were rekindling’ (Luc, carer)  
 
 
Five of the participants (three carers and two people with dementia) discussed the 
intervention as a chance to reminisce about their past relationship, where feelings of nostalgia 
were elicited in this process: 
 
 
[4.36] The sessions together showed, gave a recording of how we lived. And it showed 
our relationship, what we enjoy, going for a little walk around the park and things 
like that. And, we always tried to keep the relationship fresh. I think we got to 
understand each other and some things that, memories I had, well for me it took me 
back to decades when, how we developed the relationship and how we enjoyed it. The 
Tavistock sessions, we were rekindling 
Luc, carer 
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[4.37] Yes, she's [LTwD practitioner] very good indeed. We went through um, our 
experiences, we started off I think going through our wedding photographs didn’t we 
and uh talking about that and things that have come and gone since. And she 
recorded a lot of it. And gave us the what do they call it? The digi-stick-in, and um, 
yeah it was very, very pleasant indeed 
 George, carer 
 
 
A couple of the carers commented on the intervention being able to capture a closeness 
between them and their partner, with one carer pointing out the video technique used: 
 
[4.38] We were still managing to laugh when she [LTwD practitioner] came, yes and 
she caught that on the video which was very good actually. And that was quite late on 
in her visits 
 Vonne, carer 
 
 
One carer pointed out that closeness between a couple is possible with care: 
 
 
[4.39] So that when you come to look at how things work out between two people in a 
situation like this, those chasms are there but they are bridgeable. They’re bridgeable 
with care  
Max, carer 
 
 
 
 
Several participants mentioned feelings of love towards the other partner and a reconnecting 
with each other that may have been nurtured through therapy: 
 
[4.40] I found it’s always a warm feeling, straight away I come back to him in my 
case. But straight away it [LTwD] was helpful. Before you coming he was really quiet 
in the back (laughter) but to talk all before and afterwards, it’s no exception, I always 
feel warm subtle feeling towards him. I still remember... it spontaneously happened. 
Yes, I still, so it works!  
Meisa, carer 
 
[4.41] I see some really lovely things em about you and some of the things that would 
make me warm to you even more than I normally, are how much you need me on this 
journey em and I'm just so willing to be on it with you, that it makes me feel good and 
fulfilled in a very different way than before but good 
 Sarah, carer 
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[4.42] I shouldn't say for you but I still love him. We're both awkward and all the rest 
but we do still have a ‘something’. Love, I think it's called 
 
Martha, person with dementia 
 
 
4.3b Maintaining togetherness through adversities  
 
 
The interviews elicited narratives of couples’ histories and how they coped through hardships 
and previous losses. Couples discussed their historical adversities quite spontaneously and 
related these to the challenges they faced at the time when dealing with dementia. 
 
Five carers and two partners with dementia discussed their previous struggles and the 
challenges posed in living with dementia: 
 
[4.43] The relationship’s alright because she [partner] knows me for my, for my 
entire life. I told her social worker, I said this woman is part of me, my entire life and 
don’t try to break the relationship… Because we had some rough passage at the 
beginning. And uh, we been through some stressful times 
Luc, carer 
 
 
[4.44] We [he and his partner] got closer together, there was an emotional bond in 
there around ‘Edmund’ [son] being, lying in a coma in hospital and actually to a 
certain extent now I feel, I feel feelings here, when Marie [partner] is needing support 
which are fulfilling actually, they, I mean they are anxious depressing feelings but 
they are supportive as well for me, I mean I have, I take comfort from, from feeling 
those feelings  
Jack, carer 
 
 
[4.45] We had one really rough-spell, um, we were just barely hanging on in there 
like. We had absolutely nothing. It’s been um, so half my education has been supplied 
by George [partner]… You do learn from each other, don't you? Definitely…I think in 
a way we comp- can’t think of the word I want to say. Complemented each other 
 
Martha, person with dementia 
 
 
Indeed, maintaining the togetherness in the relationship through difficult times is echoed by 
the majority of participants:  
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[4.46] Because we always had a really close relationship and umm for me umm it’s 
very important that continues. I always repeat what I said from the beginning if 
you’re having dementia Toby that I will stay with you on the journey through thick 
and thin. ‘Cause we are strong together 
 
Sarah, carer 
We are very good together, yeah 
 
Toby, person with dementia (in response to Sarah) 
 
 
[4.47] We still have a good relationship with each other and we get on well together 
apart from the occasional bark and bite... the trouble is that, you know... there are 
things we, there are normal things we can do, it's difficult to say anything, to share 
the likes of a joke with each other because there's a language difficulty, that kind of 
thing but not saying that it stops us from having a good laugh together if something 
funny happens  
 
Rory, person with dementia 
 
 
There is a sense that the person with dementia is reassured by the carer, and only the carer 
has this power to calm them down when the dementia is eliciting fear or anxiety, perhaps due 
to the strength or trust in their relationship: 
 
[4.48] He [partner] rescued me. I could hear him coming up the stairs and I wasn't 
afraid that it was a burglar or anything. I knew, I could tell it was him 
Poppy, person with dementia 
 
 
[4.49] ‘Cause if I said to him look it’s alright, calm down, just hold my hand, it’s 
alright.. he would calm down, he would let things be done, you know in a way that um 
if I wasn’t around, he wouldn’t  
Vonne, carer 
 
 
4.3c Dementia as a shared problem 
 
 
Most of the couples discussed living with dementia as a shared experience, and that therapy 
worked best when it focused on the couple, not just the individual (whilst still acknowledging 
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that the partners needed time apart as they typically had different perspectives and needs from 
each other): 
 
 
[4.51] We're here together all the time. I daren't actually go out on my own and leave 
Martha. So, if we go out, it's got to be together, which I must say, I do find a bit 
frustrating at times. Some things that can be done in just a matter of a few minutes 
can take ages and ages and ages. Um, generally speaking, I think we sort of rub along 
okay 
George, carer 
 
 
[4.52] [LTwD practitioners] were trying to find ways that we could communicate, 
you know, a bit easier, which well it worked up to a point… when I said about not 
facing each other they suggested we face each other and that we hold hands or touch 
each other to sort of well to reassure him really that I was there for him in a way, 
things like that, um, no I think that did help   
Susan, carer 
 
[4.53] [talking about the intervention] sometimes we explored things together and 
sometimes it was on my own, the times where [LTwD practitioner] had Toby on his 
own too, so that was important as well that we could be together, and apart  
 
Sarah, carer 
 
[4.54] I needed desperately to have a very professional listener, together especially, 
the good thing is it's not only with me, but together with Rory [partner] 
 
Meisa, carer 
 
[4.55] You [talking about an ideal dementia service] come into the home, a 
monitoring system so you don't throw money away unnecessarily, you don't give help 
where it's not needed but you do monitor it and give it when it's needed. You can see 
when the partner is going crazy or wants to kill himself or herself. You know, you 
monitor that as well, don't just look at the subject... You can help by helping to talk to 
carers, I mean very handy  
Max, carer 
 
 
The therapy explicitly focused on what the couple was like before the dementia, how they 
managed to cope through difficult times and losses before as a couple and how they might 
work together to cope with living with dementia. The majority of participants acknowledged 
that they were reminiscing during therapy, where emotional closeness was captured or 
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reignited in some way thus affording opportunities to think about their previous resilience 
and strength as a couple through former adversities.  
As noted previously, enhancing empathy between partners, of being able to connect 
with each other’s feelings and have those feelings acknowledged, is part of the intervention’s 
aims, and this certainly seems to be happening between the partners, which in turn seemed to 
enable a closeness or united front in facing the dementia together.  
 
 
Summary of findings 
 
I interviewed five sets of participants, three couples and two carers in both Bristol and 
London. Andrew interviewed four sets of participants, three couples and one carer, in 
London. I transcribed all interviews and analysed the data using thematic analysis. Four 
overarching themes were generated, Negotiating a sense of self (how dementia affected the 
person with dementia), One follows the other (living with dementia as a carer), Widening 
divergence between us (how dementia affected the couple relationship) and Port in a storm 
(how therapy was experienced by the couples). 
 
In theme 1 (Negotiating a sense of self), both carers and people living with dementia fluctuate 
between narratives setting out a continuity of self and narratives that describe changes (1.1 
Now and again that person emerges). Within these shifting narratives, emotions such as 
anger, fear, sadness and shame are present for couples who are trying to make sense of how 
dementia lands on a person and what that means for the ‘self’. Connotations of ‘madness’ 
(1.2) are stirred up, bringing into question concepts of reality and rationality and how partners 
view these in the light of dementia and the feelings these elicit. Partners living with dementia 
seem to espouse self-continuity (1.3 ‘Cause you still go on) over narratives of change. 
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In theme 2 (One follows the other), carers have accepted and taken on the role of carer and 
are discussing how they have had to adapt and adjust to the dementia in this capacity (2.1 
Dutiful carer role). They discuss having to be hypervigilant on behalf of their partners, to 
anticipate their needs and avoid harmful situations (2.2 Step-ahead environment). Carers, on 
the whole, felt stressed by their caring responsibilities and their mental and physical health 
deteriorated, often leading to periods of burnout. Feelings of anger were also present here 
(2.3 Carer burden [and inevitable] burnout). They reported feeling like they were developing 
dementia themselves, somehow following in the footsteps of their partners (2.4 Follow in 
their footsteps).  
 
In theme 3 (Widening divergence between us), couples highlighted how the dementia seemed 
to be pulling them away from their partners, where their activities and tastes were growing 
apart and not as shared as they once were before the dementia. Feelings of loneliness were 
reported here (3.1 On separate paths). Additionally, partners felt the relationship was 
different now with the dementia, less of a romantic or life partnership and more parental-
childlike or carer-dependent (3.2 A transformed relationship).  
 
In the final theme 4, (Port in a storm), couples discuss their views on the intervention. In 
terms of the role of therapy with regards to the sense of self of the person living with 
dementia, therapy seemed to provide a stability factor, a sense of being ‘held’, a curiosity and 
validation of the self, a non-judgmental and empathetic space to process emotions and 
captured an essence of the person with dementia (4.1 Reconnecting with the self). Therapy 
acted as a space for the carer to feel ‘contained’, where the therapist understood them and 
their situation, created a ‘holding’ space for the carer to be honest and make sense of difficult 
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feelings and events, and again be a non-judgemental, empathetic ‘third party’, building a 
therapeutic relationship, albeit for perhaps too short a time (4.2 Containing the container).   
In terms of the couple relationship, therapy seemed to act on the couple opposingly to 
dementia’s action of pulling the partners apart; therapy served to bring the partners closer 
together (4.3 Living Together Well). This phenomenon of becoming closer was further 
described by participants where therapy functioned as a space to reminisce about their 
relationship, which created feelings of nostalgia (4.3a We were rekindling). Couples 
discussed their previous struggles and hardships they have weathered together. The 
intervention explicitly explores this area with couples and enables them to examine their 
previous losses and adversities and how they coped together. Most of the participants implied 
there was a resilience based on the strength and trust within their relationship to get them 
through difficult times (4.3b Maintaining togetherness through adversities). Couples also 
discussed how they managed the dementia and often that it is a shared experience, and thus 
therapy which focuses on the couple, highlights the benefit of sharing the problem of the 
dementia together as a couple (4.3c Dementia as a shared problem).   
 
 
Chapter 4: Discussion 
 
While the themes presented highlight how dementia affects the person living with dementia, 
the carer and relationship separately, and in turn, the role of therapy for the person with 
dementia, the carer and the relationship respectively, it is clear that these separate themes are 
neither concrete nor mutually exclusive; in other words, the themes weave together to 
construct an overall narrative of 1. How dementia affects the couple living with dementia and 
2. The role of therapy (LTwD) in their lives. One cannot discuss the person living with 
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dementia without acknowledging the carer and the role they play in the person with 
dementia’s sense of self. Equally, one cannot disentangle the carers’ feelings of stress from 
the impact of dementia on their relationship. Partners within the couples were affected in 
different ways, and so themes were generated that made sense of the data pertaining to 
partners living with dementia and carers respectively. However, the focus of this study was to 
examine the couple relationship and the role of therapy on this. Indeed, the results are 
consistent with research highlighted in the literature review which points out that dementia 
impacts on the wider social context (in this case on the couple) rather than the person with 
dementia or carer in isolation (Davies, 2011; Braun et al., 2009). It is important to note that 
the first three themes provide context about the person living with dementia, carer and their 
relationship which has been discussed in the literature, and the fourth theme explores the 
experiences of therapy in the light of these themes, which is the novel part of this thesis. The 
interconnectedness of the themes offers insight into how people living with dementia and 
carers are contending with different aspects of the same problem and how they negotiate 
these aspects within their relationship in the light of therapy. 
 
Negotiating a sense of self / Reconnecting with the self 
 
As discussed in the literature review, the concept of ‘self’ is complex, with various 
interpretations, for example, it is no more than a series of perceptions over time (Hume, 
1978) or our sense of a discrete self is based on our public representations (Kant, 1997). 
Within dementia literature however, there is a general divergence between a notion that the 
self disintegrates, leaving a ‘non-person’, and a belief that the self remains and can be 
maintained with the appropriate approach from others. ‘Personhood’, as a way of thinking 
about self-identity issues, was originally discussed by Rene Descartes (1596–1650) and John 
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Lock (1632–1704). Kitwood (1997) was the first researcher to apply it to dementia care, 
following a social constructionist approach. 
 
From the narrative accounts of participants in this study, people living with dementia still feel 
they are ‘themselves’ (‘cause you still go on’, Martha, 1.34; ‘I feels OK in meself’, Trevor, 
1.36), despite cognitive deterioration (‘a break in continuity of memory’, Rory, 1.2), losses 
(‘lost habits of reading’, Vonne, 1.15) and distortions of reality (‘not being in charge of what 
you're actually doing and not understanding half of it’, Martha, 1.30). This is consistent with 
the broader picture emerging from dementia research. Indeed, a systematic review of 
qualitative studies into self and identity in dementia found that almost all of the evidence 
pointed towards the presence of self in people with dementia, whether presented discursively 
or through non-verbal behaviours (Caddell and Clare, 2011). People with dementia were able 
to use personal pronouns (‘I don't retain things. I was saying to you, didn’t I?’, Martha, 1.4), 
talk about their physical and mental attributes (‘having a good laugh together if something 
funny happens’, Rory, 4.47) and reveal their multiple personae through dialogue (‘Everyone 
had to put up with me screaming my head off at times’, Poppy, 1.13) (Fazio and Mitchell, 
2009; Sabat, 2002; Sabat and Harré, 1992; Tappen et al., 1999). The ability of people with 
dementia to continue to construct their identities and engage verbally or nonverbally in social 
interactions implies a semiotic nature, where the behaviours and interactions of people with 
dementia are purposeful and arise as a consequence of the meaning that they attribute to the 
world around them (Sabat, 2008). These findings are consistent with the social constructionist 
model of self as defined by Sabat and Collins (1999), where the personal identity of people 
living with dementia continues to exist and is evidenced in their own beliefs and attributes, as 
well as through their multiple social personae that they inhabit. An alternative view of the self 
in dementia, which highlights participants’ accounts, may be through a more bio-
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phenomenological approach (von Uexkull, 1909) where there is a fragmentation of the self 
rather than a loss of self (‘my awareness of these situations that I've been in is all… broken 
up’, Rory, 1.32).  
 
Crucially, if emphasis is placed on the link between cognition and self, then any deterioration 
of cognitive ability will invariably translate to a diminishing of self and dehumanising care 
(Herskovits, 1995). Research suggests that in spite of degenerating cognitive abilities the 
person living with dementia continues to experience the world and create meaning, often in 
affective responses to stimuli, for example, laughing, crying, expressing frustration (Millett, 
2011). Indeed, it has been shown that in people with severe amnesia that an affective 
response may continue even after the memory of what instigated it has gone (Feinstein, Duff 
and Tranel, 2010). This is supported by the symbolic interactionist view that the self is 
concealed rather than lost as the dementia progresses (Edvardsson, Winblad and Sandman, 
2008). This stance allows carers to provide care beyond the basic physical needs of a person, 
enabling meaning in their lives and enriching their daily experience. The current results may 
also draw parallels with Baldwin’s (2006) theory that dementia challenges our notions of 
linear narrative. Often, those people who are living with dementia can be stripped of narrative 
by how the ‘self’ is conceptualised, in terms of it being constituted temporally. 
 
The carer partners are fluctuating widely in how they construct their partners’ sense of self 
and wondering if, at times, it gets lost (‘there’s nothin’ in there’, Lara, 1.22; ‘it wasn’t really 
the same person almost’, Vonne, 1.17; ‘I had to realise this was not her’, Luc, 1.18) or 
whether it still remains (‘you are good character thinking about the other person’s mind... 
it’s still there’, Meisa, 1.38; ‘with some of the things that memory loss strips away, then it 
leaves more of the real person there… there’s an inner beauty that shines out of you’, Sarah, 
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1.41). Several researchers argue that we all operate under a necessary fiction of the consistent 
or continuous self, a complex social and psychological construct, the limits of which are 
symptomatically human (Brown, 2017; Giles, 1993). For carers, the degradation associated 
with dementia might be experienced as a painful withdrawal of the person they knew (‘he 
never used to be like this’, Susan, 1.20) and the person they were in relation to them 
(‘[daughter] says that she says suddenly dad appears and then he’s gone again’, Susan, 1.19) 
and might trigger a kind of annihilation anxiety (Brown, 2017). It may be painful for carers to 
accept that those closest to them no longer remember or relate to their shared history. For the 
partners living with dementia, they are gradually more required to navigate their self as an 
experiential self rather than an accumulation of shared experiences and histories. This 
experiential self is more concerned with immediate need, want, and experience (Brown, 
2017). If carers want to attune to their partner’s needs, they must connect with this self, while 
continuing to provide a mirroring empathic stance as they navigate their own loss of 
subjective past and future continuity. 
 
Sabat (2008) similarly stated that the self in all of its forms (the singular self; the physical, 
mental and emotional characteristics of a person and the beliefs they hold about that; the 
publicly presented personae) exist through engagement with others, and that this relies on the 
cooperation of others within a social context to construct the identity of a person (Sabat and 
Harré, 1992). A person living with dementia’s collaborative attempts to maintain a particular 
self with another person may not be successful if the other person refuses to cooperate. This, 
according to positioning theory, places the person with dementia in a negative position, 
which can cause misinterpretation and social misunderstandings of their behaviour and 
‘personal detractions’ (Sabat and Harré, 1992; Kitwood, 1997). The social positioning of the 
person with dementia is important when thinking about couples, for when negatively 
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positioned, the self of the person is deconstructed to the point of being lost and this may lead 
to the carer’s lack of ability to locate and connect with their partner and thus losing 
motivation to care for them (Kontos and Naglie, 2006). If the person with dementia is 
positively positioned and supported, the self is maintained, and the bond between carer and 
person living with dementia maintained for longer (Stokes, 2000). 
 
The results are consistent with the notion that being able to create and maintain a sense of 
continuity in self can be a crucial psychological resource that buffers against the impact of 
dementia as an existential threat (Cheston and Christopher, 2019). Several studies have 
shown that people with dementia will go to great lengths to hold onto their established sense 
of self by defining themselves in terms of their past self-identity (Harrison, Therrien and 
Giordani, 2005). This sense of continued self enables people to defend themselves against the 
threat of their dementia and preserve their self-esteem. As humans, we are quick to notice 
when our social standing might be compromised. Sabat (2008) argues that for the person with 
dementia the imperative of preserving, enhancing and maintaining their self-esteem continues 
unchanged but what does alter are the opportunities to take part in activities and interactions 
that provide self-esteem. As discussed, participants with dementia did communicate a sense 
of continuity of self, certainly much more than their respective carers. However, also present 
in these accounts were the associated emotions of living with dementia, including anger (‘I 
went completely crazy. And started shouting and yelling’, Poppy, 1.27), fear (‘the one thing 
that I'm most afraid of is that I would get to the point in which I won't recognise my own 
children’, Poppy, 1.6) shame (‘you feel almost ashamed that you've got it, and you've done 
something wrong’, Martha, 1.14) and sadness (‘that's tragic—really sad’, Martha, 1.23). 
Kitwood (1997) writes that dementia is a breaking down of lifelong defences, that leaves the 
person exposed and vulnerable to episodes of rage and catastrophic anxiety. These fears and 
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anxieties experienced by the participants living with dementia is consistent with findings 
from other studies, for example, experiencing fear of being humiliated, feeling out of control, 
frustration about deficits, anxiety about being a burden, anger at dementia and anger at 
other’s reactions or perceptions of them (Kitwood, 1997; van Wijngaarden, Alma and The, 
2019).  
 
From the outside, the rage, anxiety and distress experienced by the person with dementia 
might be labelled as a symptom of the dementia (and may be characterised as ‘madness’) 
rather than a valid response of having dementia. Cheston (2015) writes about the way in 
which, as a person starts to engage with the fears, uncertainties and distress associated with 
their diagnosis, this can lead to a sense of losing control. Firstly, that their internal, emotional 
world feels out of control and as well as a sense of an external loss of control, in that they 
worry about losing the ability to present themselves to the world. Instead, the stigma of 
dementia and concerns about what others will think becomes uppermost to them, feeling that 
others will think they are mad. 
 
Anger and fear are valid emotions in this context and responses which are not surprising 
given the gravity of the existential threat of dementia and its paraphernalia of reality 
distortions (‘The point is that lying behind the distortions of dementia is a rationality. And a 
series of rational fears promoted very often by an abnormality of conception and vision or so 
on’, Max, 1.29). ‘Madness’ could be a projected sense of disintegration (Davenhill, 2007) but 
is often unhelpfully used as a label which invariably shames people with dementia. Shame 
(Scheff, 1988; Retzinger, 1995) was present in the data (‘You feel almost ashamed that you've 
got it’, Martha, 1.14) and is often associated with the behaviours of avoidance, concealment 
and denial (Cheston, 2005). These behaviours are frequently viewed as symptomatic of 
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cognitive impairment rather than related to the social context. Shame is experienced when an 
aspect of the self that could, potentially, be viewed as morally deviant (for example, a lack of 
independence, competency, ‘normality’) is revealed to the world. Thus it motivates social 
behaviour to avoid exposure of this aspect of self, denying that this part of self has been 
exposed and covering this up (Gilbert, 1998). Shame can become a contagious emotion, with 
both the person living with dementia and carer colluding in feelings of shame and 
consequently not talking about the problems associated with living with dementia. Collins, 
Gilligan and Poz (2018) espouse the benefit of compassion-focussed interventions for shame-
prone people living with the condition. 
 
How does LTwD impact on the sense of self of the person living with dementia? 
 
From the results of this report, it would appear that shame might helpfully be reduced in 
couples who undergo the intervention, by giving a space for both partners to acknowledge the 
dementia and associated challenges and by promoting or enhancing that sense of self of the 
person with dementia, as someone still worthy of focus and attention despite the changes. 
Indeed, Cheston (2005) espouses the importance of therapy for cutting through the taboo of 
shame and being a place for open discussion, allowing these shameful experiences to be 
understood and accepted as social rather than personal.  
 
The intervention in this study seemed to function to not only acknowledge and validate the 
sense of self in the person with dementia, but to model a curiosity and focus on that self for 
both the person with dementia and their carer partner (‘there’s something about curiosity 
that’s vital in this kind of journey’, Sarah, 4.8). This then enabled them both to reconnect with 
this sense of self and the person’s continued worthiness of attention (‘I've always had a good 
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impression of your effort…I think positively…of your attention’, Rory, 4.10). This is 
consistent with findings from Sørensen, Waldorff and Waldemar (2008) where together the 
person with dementia and carer reported increases in self-esteem and wellbeing after 
counselling. Although ‘reconnecting with the self’ is not an explicit aim of the intervention, 
the idea of validating the person living with dementia and acknowledging them as a semiotic 
and valued being despite the dementia (‘they [LTwD practitioners] suggested we face each 
other and that we hold hands or touch each other to reassure him that I was there for him’, 
Susan, 4.5) is encapsulated in this approach. Indeed, the act of showing curiosity and interest 
in both partners is espoused in this approach (Balfour, 2014). Balfour and Salter (2018) 
particularly highlight the importance of the carer’s ongoing capacity to be interested in what 
their partner with dementia is feeling and the ability to see meaning in their behaviour. This 
dynamic is rooted in person-centred care (Kitwood, 1997) and humanistic approaches in 
therapy (Rogers, 1961). Person-centred therapy prizes the person, offering them a consistent, 
accepting and empathetic relationship and from the results these conditions were reported as 
important to the participants (‘it was a stability factor for him', Vonne, 4.1; ‘somebody with a 
really good empathetic view of things’, Max, 4.13). Indeed, while ‘person-centred dementia 
care’ is a central tenet in how dementia services are set up, it often pays little heed to its roots 
in person-centred therapy. Yet, it is clear Kitwood’s (1997) ‘good dementia care’ paradigm 
has its origins within a framework of counselling and is viewed as having a therapeutic and 
transformative value (Cheston, 2019a). 
 
 
Throughout the data, participants are continually trying to make sense of aspects of the 
persons living with dementia, and negotiate a sense of self. The data points to the notion that 
while aspects of their cognitive functioning are degrading, this does not amount to a 
degradation of self and that the self is more than a discrete set of functions. Also, crucially, 
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when people are able to be curious about self, meaning and function, consequently this 
process permits an act of selfhood or personhood (‘That for me was a huge turning point 
where I realised it’s OK, Toby is my partner. I can share my stress with him and he can still 
contain some of that’, Sarah, 4.7). This study draws parallels with Ryan, Bannister and Anas 
(2009) and Cohen-Mansfield, Golander and Arnheim (2000) who claim clinicians working 
with people with memory loss need to address issues of self and identity as important aspects 
of clinical practice with this population. Similarly, van Wijngaarden, Alma and The (2019) 
underline the importance of appropriate interventions for people with dementia, and confirm 
the idea of Johnston et al. (2016) that such interventions should seek to enhance personhood 
and facilitate meaningful engagement with others.  
 
Beyond any theoretical understanding of the self, it seems people living with dementia are 
capable of living lives with the potential for pleasure, complexity, and growth (Brown, 2017). 
Dementia speaks to the plasticity of identity, and the tangibility, resilience and accessibility 
of the self within a relational context. 
 
One follows the other / Containing the container  
 
There has been a great deal of research surrounding carers’ experiences of living with 
dementia (Gillies, 2012; McConaghy and Caltabiano, 2005). The results in this study draw 
parallels with other research in relation to the experiences of carers, for example, feelings of 
stress, anger, loneliness, depression and burden (Rabins et al., 1990; Jones and Martinson, 
1992; Laakkonen et al., 2008). Not only do carers need to adjust to the cognitive changes of 
their partners but they need to adapt to the emotional and social ramifications of living with 
dementia (‘I had to make that adjustment, adapt’, Luc, 2.2). This can often be an enormous 
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challenge and strain (Davenhill, 2007). Carers seem to experience a broad array of potential 
stressors, which suggests that each carer has a different experience of dementia (Zarit and 
Edwards, 2008). The carers in this study report feeling stressed (‘I was really stressed, Sarah, 
2.6), burdened (‘I was just feeling really burdened’, Sarah, 2.6) and angry (‘the high damage 
rate in caring with partners is quite high’, Max, 2.16). These results mirror other studies 
where carers are under strain and may have high expectations of themselves in their caring 
role, which means that they are at risk from burnout (a state of physical and emotional 
exhaustion) (Almberg, Grafstrom and Winblad, 1997) or are experiencing tension between 
meeting their own needs and those of their spouse (‘I was psychologically and emotionally 
very weak. He [partner], they’re fine, they are looked after but it's not fine always as a carer, 
it’s harder’, Meisa, 2.8) (O’Shaughnessy et al 2010). Other research suggests that the 
presence of behavioural problems in the person with dementia is significantly related to 
feelings of burden and strain in the carer (Searson, Hendry, Ramachandran, Burns and 
Purandare, 2008) and is also adversely related to relationship quality (‘I’m the one whose 
going down hill…cause it wears me out...I mean you’re a wreck and he’s standing there, 
everything bounces back off of him’, Lara, 2.9). Carers may be feeling angry towards the 
situation, the dementia, towards their partner or all the above, in reaction to these different 
stressors (de Vugt et al., 2003; Zarit and Edwards, 2008).  
 
Carers also reported hypervigilance which may increase levels of anxiety and in turn can 
cause exhaustion (‘partner is living in a completely different system where you’ve constantly 
got to be looking at things that you’ve never had to bother looking at... you constantly have to 
be a step ahead’, Max, 2.5). Carers reported concerns for their own health, both generally and 
specifically related to dementia or memory-related problems (‘you start to worry about 
whether you’re starting to get Alzheimer’s’, Vonne, 2.13). These results are in line with the 
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growing literature on ‘dementia worry’, an emotional reaction to the perceived threat of 
developing dementia (Kessler et al., 2012). Accordingly, dementia worry consists of both 
emotions (for example, fear) and cognitions (for example, thoughts, ruminations) regarding 
the perceived threat of developing dementia. Carers’ exposure to dementia may make them 
feel they are at risk of developing dementia somehow by association (‘one way or the other 
either follow into physical or psychological illness in the relating and caring situation’, Max, 
2.16), and this might be exacerbated by a perceived lack of coping resources (‘there are some 
people who better not be left in in the care of their inevitably weaker partner because they 
are going to an Alzheimer’, Jack, 2.7) (Kessler at al., 2014). Dementia worry might affect 
how carers then interact with their partners with dementia, how they anticipate and plan for 
the future and how they use wellbeing resources (Kessler et al., 2012).  
 
From exploring carers’ experiences of living with dementia, it seems that having to be 
hypervigilant, feeling over-stressed and being alongside their partners with dementia can lead 
to decline in their physical and mental health and even into a feeling of getting dementia 
themselves (England 2005; Whitlatch et al. 2006). These issues may also be magnified by 
strained communication between partners (Gentry and Fisher 2007; Rankin et al. 2001). 
 
How does LTwD impact carers living with dementia? 
 
As discussed in the literature review, carers often become not only a cognitive container for 
their partners but an emotional container too, for the insecurity, distress and attachment needs 
of their partners (Balfour, 2014). Following this theory, the person living with dementia 
craves an increased sense of security and regulates their distress through attachment-seeking 
strategies, which typically involves the carer becoming an attachment figure (Miesen, 1993; 
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1994). As more of the conscious mind is ‘lost’ in dementia, the more it goes to the carer to 
provide a ‘container for their increasingly fragmented experience’ (Balfour, 2006, p.337). 
The original model of containment involves the taking in and processing of experience, and 
conveying that understanding back so that unmanageable experience is rendered more 
digestible, and can be taken in, in a modified form (Bion, 1962). This endeavour of the carer 
being the container for the emotional distress of their partner, as most parents and carers will 
attest, is invariably an exhausting one, and this is precisely consistent with the accounts of 
carers in this study. Carers themselves have their own emotional needs (‘all of the emotions 
of life that were very much there and just needed to come out’, Sarah, 4.25) and benefit from 
having these met and contained themselves (‘[LTwD] was very comforting because it was 
supportive’, Jack, 4.27) (O’Shaughnessy, Lee and Lintern, 2010). 
 
The intervention seemed to provide a number of important and helpful aspects for carers, and 
in turn, for their partners. Indeed, there is a sense of being ‘held’ or contained, which is 
ubiquitous in most therapeutic approaches, certainly in humanistic (Rogers, 1961), 
psychodynamic (Winnicott, 1949) and existential (Yalom, 1980) modalities. This more tacit 
function of therapy may be thought of as one of the active ingredients within the crucial 
therapeutic relationship between client and therapist. The carer, who acts as the container for 
their partner, can be contained to a certain degree by the therapist. This is explicitly discussed 
in the intervention’s aims, and more recently highlighted, ‘the presence of a third containing 
figure, a therapist or a counsellor who the carer partner is able to talk to about the reality of 
their feelings, who is not going to judge but who will listen, can be very helpful’ (Balfour and 
Salter, 2018, p. 195). Balfour likens this phenomenon to a Russian doll: the person with 
dementia contained by their partner, who is contained by the therapist (who themselves has 
the containment of supervision). The carers reported having a space to be understood 
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(‘somebody I could talk to, understands what you’re goin’ through’, Lara, 4.18) make sense 
of events and their feelings (‘talk through things and they had suggestions’, Susan, 4.22), be 
honest (‘to be able to be honest about how I felt’, Sarah, 4.25) and established a therapeutic 
relationship (‘a therapeutic relationship had been formed’, Max, 4.30). These factors, 
particularly the therapeutic relationship, are discussed within therapeutic literature as 
predictors of positive clinical outcome independent of the psychotherapy approach (Ardito 
and Rabellino, 2011). Many participants commented that the intervention was too short. This 
is consistent with the claims of Fox (2012) who espouses the need for long-term therapy for 
people living with dementia, to provide enough time for therapeutic aspects such as trust to 
develop.  It is important to note that only carers expressed their views that the therapy was 
too short. These views can be interpreted in several ways, for example, carers craving more 
containment, wanting continuity and consistency on behalf of their partners, not wanting to 
experience another loss, feeling abandoned (as participant Max [4.33] may have been 
pointing to) or wishing it to continue to strengthen their relationship. This would be an 
avenue to further explore in future research and to attain the partners living with dementia’s 
views also. 
 
Widening divergence between us / Living together well 
 
From the results, dementia on the whole seems to drive a wedge between partners in the 
couple by eliciting feelings of loneliness for both (‘You still do feel quite lonely’, Martha, 3.5; 
‘I’m on me own’, Lara, 3.4), feelings of being on separate paths (‘I think we have different- 
our tastes have grown wider apart than come closer’, Max, 3.2; ‘I mean how many hours to 
be together with Rory [partner]?!’, Meisa, 3.7) and transforming their relationship away 
from the typically spousal or life partnership (‘I felt like I had to protect him and I wouldn't of 
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thought that before dementia’, Sarah, 3.11; ‘Wife and mother probably are certainly muddled 
up’, Jack, 3.4; ‘We don't have any sexual relations at all my husband and I’, Poppy, 3.13). 
This is consistent with previous research where feelings of loneliness (Hartigan et al., 2019), 
separateness (Davenhill, 2007) and the move towards parental-child or carer-dependent roles 
(O’Shaughnessy et al., 2010; Wright, 1993) come into play with dementia. There is a sense 
that couples are trying to navigate through the dementia but feel their own personal losses 
and changes or those related to their perception of their partner can isolate them, hindering a 
sense of togetherness. 
 
Previous research is consistent with the results, suggesting that the presence of a chronic 
illness means that roles within a couple are altered (Vernooij-Dassen et al., 2006). In 
dementia specifically, some research has suggested that close relationships become 
unbalanced as a result (de Vugt, 2003). Other research echoes these notions, for example, a 
study showing that couples where one partner has memory loss often experience 
communication challenges, drift apart emotionally, and struggle to maintain shared 
involvement in decision making and ‘we-ness’ (McGovern, 2011). 
 
How do couples living with dementia experience LTwD? 
 
As discussed in the literature review, there is a distinct lack of research focussing on couples’ 
experiences of therapy while living with dementia. Previous research has explored the carer 
partners’ perceptions of therapy, where carers want to feel understood and connected to a 
‘neutral’ figure outside of the relationship in order to have a safe space to explore issues 
(Elvish, Cawley and Keady, 2013). Sinclair et al. (2018) explored the lived experiences of 
couples with dementia with respect to healthcare and lifestyle. Their overarching themes of 
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'knowing and being known,' 'maintaining and re-defining couplehood' and 'relational 
decision-making,' related to the couples’ sense of togetherness in facing decisions about 
present and future care and lifestyle. Couples in a previous study have expressed satisfaction 
with a form of modified CBT therapy, reporting feeling less anxious and depressed (Bielsten 
and Hellström, 2019). More general research looking at clients’ experiences of couples 
therapy has highlighted views such as wanting a therapist they trusted (Bowman and Fine, 
2000), having regularly scheduled sessions where they could interact with each other 
differently, limit the influence of their everyday problems and focus on their relationship 
(Chenail et al., 2012). Several of these themes are consistent with the findings in this study, 
which will be further discussed. As there is a wide gap in the literature concerning the 
experiences and views of couples in couples therapy, in particular those living with dementia, 
this final theme thus serves to provide novel insight into how couples living with dementia 
experience therapy.  
 
Participants’ accounts of the intervention seemed to resonate with notions that counter the 
effect of dementia on the relationship, namely, enhanced closeness between partners (‘So that 
when you come to look at how things work out between two people in a situation like this, 
those chasms are there but they are bridgeable. They’re bridgeable with care’, Max, 4.39; ‘I 
always feel warm subtle feeling towards him. I still remember... it spontaneously happened’, 
Meisa, 4.40), reminiscence and nostalgia (‘we were rekindling’, Luc, 4.36; ‘we started off 
going through our wedding photographs and talking about things that have come and gone 
since’, George, 4.37), maintaining a sense of ‘we-ness’ (‘I said this woman is part of me, my 
entire life and don’t try to break the relationship’, Luc, 4.43; ‘we always had a really close 
relationship and for me it’s very important that continues’, Sarah, 4.46), and facing the 
challenges of dementia together (‘I always repeat what I said from the beginning if you’re 
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having dementia Toby that I will stay with you on the journey through thick and thin. Cause 
we are strong together’, Sarah, 4.46).  
 
Balfour (2014), the creator of the intervention, espouses the importance of the relationship as 
a protective factor for dementia’s challenges. This echoes Edwards et al.’s (2017) systematic 
review finding a potential association between relational factors associated with the 
emotional withdrawal of the carer and subsequent increased risk of challenging behaviour in 
the person living with dementia. Balfour (2014) draws evidence from several studies that 
show that the ability to maintain a sense of mutuality (in other words, respect and valuing of 
each other) in the relationship is a crucial determinant of the experience of both the person 
with dementia and their carer partner, spanning the stages of the dementia (Ablitt, Jones and 
Muers, 2009).  
 
Additional research suggests having the opportunity to offer emotional support reinforced the 
partner’s role as a husband or wife, which allowed them to focus on this part of the 
relationship rather than letting their relationship be defined simply as one of carer-dependent 
(Foster, 2012). This is consistent with the theory of ‘complimentary disabilities’ (Lewis, 
1998) in which the author acknowledges the importance of both partners feeling that they are 
supporting the other in one way or another (‘That for me was a huge turning point where I 
realised it’s OK, Toby is my partner. I can share my stress with him and he can still contain 
some of that and can still help me’, Sarah, 4.7). As discussed in the literature review, this 
view is further supported by Keady and Nolan (2003) who found that couples who ‘worked 
together’ coped more successfully than those who worked alone, separately or apart. 
Correspondingly, couples who dealt with dementia independently and who did not develop a 
shared awareness of dementia were at a higher risk of drifting apart (Hellström et al., 2005 
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The results are further supported by Hellström et al. (2007) who proposed that talking things 
through is a fundamental part of sustaining couplehood for couples facing dementia. They 
identified that talking things through allows couples to inadvertently reassure partners that 
they are in this together (Keady and Nolan, 2003). Couples may have found this useful when 
they felt frustrated, angry or stressed because it helped them to reiterate that these feelings 
were associated with the dementia rather than with the person living with dementia (Foster, 
2012). These findings complement the results of the current study, where therapy provides a 
space for talking things through, facilitating couples to think about the dementia and their 
relationship together and how this helped them.  
 
As explored in the literature review, several studies have offered evidence to suggest that 
there are links between relationship factors and outcomes. For example, loss of intimacy is 
associated with carer depression, with low levels of interaction between partners in the 
marriages of people living with dementia being predictive of the move to hospital care 
(Wright, 1994) and closer relationships between carer and person with dementia are 
associated with slower decline in Alzheimer’s disease, and this effect is highest for couple 
relationships (Norton et al. 2009). Certainly, research suggests that the quality of life of the 
person with dementia has more to do with the attitudes and wellbeing of the carer or partner 
than factors such as severity of the disease. Indeed, the security that close relationships 
provide, can offer a buffer against the existential threat of dementia, helping to reduce the 
anxiety that someone living with dementia would otherwise feel when they are reminded of 
their condition (Cheston and Christopher, 2019; Wolverson et al., 2016).  
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This study touched upon closeness felt by partners. Similarly, de Vugt (2003) found that 
despite a conveyed transformation of their relationship, carers also reported feeling closer to 
their partners than before. This may be ascribed to successfully navigating at least some of 
the difficulties associated with dementia, the reality of dementia encouraging a better 
appreciation of their relationship, the carer feeling needed or perhaps feelings of empathy 
towards their partner, which elicited feelings of protection in the carer (‘I see some really 
lovely things about you and some of the things that would make me warm to you even more 
than I normally, are how much you need me on this journey’, Sarah, 4.41; ‘if I said to him 
look it’s alright, calm down, just hold my hand, it’s alright, he would calm down’, Vonne, 
4.49). 
 
This closeness in the relationship, conveyed through feelings of love (‘we're both awkward 
and all the rest but we do still have a ‘something’. Love, I think it's called’, Martha, 4.42), 
empathy (‘[my partner] can still help me a bit if, noticing if I'm struggling… saying how I 
feel and Toby being able to pick up on the emotions and give me sustenance in a very good 
way’, Sarah, 4.7), nostalgia, reminiscence or ‘rekindling’ (‘we were rekindling’, Luc, 4.36) 
might be one of the protective factors of the relationship, an active ingredient within the 
relationship to bolster resilience or help the couple face dementia’s challenges. The carer 
being able to empathise, remain close and still invest emotionally in their partner requires 
them to have the resources for all this. The intervention reiterates the importance of having 
time spent together with the therapist and time apart for both partners and participants echo 
this (‘sometimes we explored things together and sometimes it was on my own, the times 
where [LTwD practitioner] had Toby on his own too, so that was important as well that we 
could be together, and apart’, Sarah, 4.53). The importance of the carer’s continuing capacity 
to be interested in their partner’s internal landscape, feelings (‘you are good character 
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thinking about the other person’s mind... it’s still there’, Meisa, 1.38) and ability to see 
meaning in their behaviour is thought of as a protective factor (Balfour and Salter, 2018). If 
the carers have the experience of the therapist trying to understand how they feel and see 
things and feel ‘held’ or ‘taken in’ (Bion, 1962) emotionally (‘[LTwD] was like finding a port 
in a storm for me at that time and what I have gained from it has sustained me’, Sarah, 4.34), 
then they may be more able to allow themselves to think about their partner’s experience and 
contain this. The ‘containment of the container’ as discussed in the results, then equips the 
carer with more emotional resources or capacity to enter into the relationship with increased 
empathy and potential for closeness. 
 
Some research indicates that couples do a great deal of ‘identity work’ to maintain their 
relationship and identity as a couple following the diagnosis of dementia (Molyneaux et al. 
2011). This may happen more naturally for couples who are more robust and willing to 
maintain their togetherness or ‘we-ness’ or ‘us identity’ (Davies, 2011; Hyden and Nilsson, 
2015) than other couples. Therapy may then serve to facilitate couples who are (already) 
motivated to stay together, share the problem of dementia and maintain this couplehood, 
through exploring their different strengths or protective factors through different means such 
as increased empathy, nostalgic exploration or how they have coped in the past with 
difficulties. Speculatively, I would suggest couples such as Sarah and Toby and George and 
Martha exhibit more of the ‘us identity’ or ‘we-ness’ and seem to have been close before the 
dementia, whereas couples like Lara and Trevor come across as less close, and this was most 
likely the case pre-dementia. 
 
Several studies highlight how couples’ strengths or resources can bolster their sense of 
togetherness (McGovern, 2011; Yarry, Judge and Orsulic-Jearas, 2010). Yarry et al. (2010) 
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used a strengths-based inventory to identify strengths already existing within the relationship, 
such as empathy, communication, support networks, sense of humour throughout adversities, 
and then used those strengths to develop new skills to facilitate coping. Within the examples 
given in the paper, Yarry et al. (2010) illustrated how this intervention helped dyads to 
maintain independence and engagement, and manage carer stress. DeLongis and O’Brien 
(1990) introduced a further set of coping strategies that focus on regulating and maintaining 
social relationships, called Relationship-Focused Coping. This included strategies such as 
negotiating with partners, compromising, being empathic (DeLongis and O’Brien 1990), 
reprioritisation (Wright, 1993), revaluation of self and relationships, focusing on manageable 
challenges, maintaining a sense of control, focusing on the present, active engagement and 
protective buffering (Lyons et al., 1995). These themes are consistent with my findings in 
how couples navigate through dementia together, most especially in terms of increased 
empathy, communication and active engagement. 
 
LTwD therapy seems to foster a sense of nostalgia and this may be a helpful process that 
bolsters resilience, reminding couples that they have been able to face challenges together 
before and reaffirms their relationship and shared experiences. This in turn may bring a 
closeness that fosters a sense of strength of ‘we-ness’ (Allen 2009; Allen et al. 2008; 
Wadham et al., 2016). People living with dementia who show nostalgia have significantly 
increased self-reported social connectedness, meaning in life, self-continuity, optimism and 
self-esteem as well being more readily able to address the threat of dementia (Ismail et al., 
2018). The function of nostalgia as part of the therapeutic process may be a vital one, and 
certainly regarding the outcomes listed above would help serve to enhance the selfhood and 
promote the couple relationship. 
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The benefit of therapeutic intervention for people with dementia, carers and couples, is 
starting to become better documented in dementia literature, where factors such as increased 
self-esteem, acceptance and resilience being reported in both partners (Sørensen, Waldorff 
and Waldemar, 2008). In terms of this unique intervention, there seems to be both a space for 
the partner living with dementia to be understood and have their personhood validated, as 
well as a space for the carer to be emotionally contained, understood, and helped to process 
with the therapist. In addition, there is a sense that the therapist is able to hold a ‘couple state 
of mind’ (Morgan, 2019) in which they adopt a ‘third position’ (Britton, 1989) in relation to 
the couple. Through this position, the therapist is able to be subjectively involved with both 
individuals, but also at the same time, being able to stand outside the relationship and observe 
the couple (‘therapist with us is, to understand what's going on in his mind and if possible in 
my mind as well from the more logical, the third persons eyes’, Meisa, 4.6). Morgan (2019a) 
writes that couples come to her consulting room because the ‘couple state of mind’ was 
missing as a function of their relationship, in other words, they could not take a third position 
in which they could observe themselves and think about themselves as a couple and what 
they were creating together, positively or negatively. Thus, the therapist stood for the 
relationship, observing and interpreting what they were creating together as a couple. This 
theory fits with the ethos of the intervention, and may have been picked up upon by some of 
the participants (‘it just happened to click with her [LTwD practitioner]’, George, 4.29; ‘I 
thought [LTwD practitioner] was excellent, she just got us’, Sarah, 4.31). Certainly, the video 
element is an explicit way to allow the couples a fresh vantage point (adopting a third 
position) to see their couplehood in action. Perhaps the therapist holding their ‘couple state of 
mind’ allowed partners to feel more connected, as part of a larger entity that needed to be 
thought about and worked on, rather than as separate entities, for example, in more negative 
terms, the ‘stressed carer’ and ‘sick partner’, who were both experiencing distress. 
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How do you love someone living with dementia? 
 
In weaving the themes together, one can see that it is crucial for the couples’ survival that 
firstly, a narrative of self is sustained in some sense for the person living with dementia, by 
both themselves and their carer. Secondly, that the carer does not burn out but feels 
‘contained’ enough to care for their partner. Finally, that the relationship is maintained by 
increased emotional intimacy, understanding and empathy between partners. 
 
As discussed in relation to the self, carers often reported feeling that their partner had 
essentially changed. This perceived change is consistent with other studies, with regards to 
aspects of the partners with dementia, such as loss of confidence, increasing irritability and/or 
egocentricity, proposing that behavioural changes create the most difficulties for carers (de 
Vugt, 2003; Searson et al., 2008; Zarit and Edwards, 2008). If behavioural changes related to 
egocentricity or narcissism occur, they may explain feelings of anger in the carer towards 
their partner with dementia as the carer may be left feeling they do not receive recognition 
from their partner for their efforts to care for them (Foster, 2012). If their partner displays 
narcissistic qualities in particular, in other words wanting to position themselves as having no 
fault and thus not being able to accept limitations brought about by dementia, this can 
position the carer in a frustrated and anger-inducing place (Cheston, 2020). Additionally, the 
anger may be present for the person with dementia in coming to terms with the diagnosis and 
its consequences and often directed at their carer. Much like a baby with their mother, a 
partner living with dementia may equally excite and frustrate their partner, where such 
dependency in both practical and emotional terms is profusely felt. This will invariably cause 
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feelings of both love and hate (Winnicott, 1949) which can be natural for any couple 
(Morgan, 2019b). Indeed, it is suggested that love and hate and the curiosity about these 
emotions are part of a loving relationship and gives life to the relationship (Morgan, 2019b). 
Hate may arise with the limitations of being able to understand and feel understood by 
another. 
 
Love is expressed by the couples, despite dementia and through the anger, and research 
supports the idea that relationships in chronic illness survive due to love as well as an 
understanding that the carer is happy to provide care for their loved one in return for the 
many years of care and attention previously provided by the person with the chronic illness 
(Lewis 1998; Sandberg and Eriksson, 2007). 
 
Summary  
 
Research is now pointing to the fact that much of the distress of people living with dementia 
stems from feeling scrutinised, undervalued or judged by others (van Wijngaarden, Alma and 
Th, 2019). As Kitwood (1997, p. 8) writes, personhood is defined by ‘a standing or status 
that is bestowed upon one human being, by others, in the context of relationship and social 
being. It implies recognition, respect and trust’. As this study has explored, couples still feel 
that the person with dementia has meaningful behaviour, even if it is difficult to access, with 
their own abilities, interests and life stories which merit attention. Therapy allows a space for 
couples to connect emotionally, feel closer and ‘work together’ in living well with dementia. 
The intervention serves to provide facilitation for the couple to observe and think about their 
relationship with one another, capturing and working with what is still tangible, accessible 
and maintainable despite the many losses and transformations over the course of the 
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condition. This study adds to the literature in supporting the demand for a relational 
approach, where dementia is related to questions about selfhood, relationships and 
community. As discussed in the literature review, there is a gap in research specifically 
exploring the views of couples living with dementia about therapy they have undergone. This 
study has served to start to fill this gap by voicing these experiences.  
 
Limitations of the research 
 
It is important to re-iterate that this study is one part of a wider paradigm of qualitative 
dementia research and these findings sit within a framework for exploring the views of 
couples living with dementia and the role of therapy. The relatively small sample size, 
warrants caution when discussing these results in terms of the broader picture. Participants’ 
ethnicities were mostly ‘white British’, with only two participants from non-white, non-
British backgrounds and one participant from a non-British background. Thus, this study 
offers little insight into the lived experience of people from other ethnic backgrounds, and has 
limited transferability in other cultural contexts. The couples in this thesis were also all 
married and had been together for several years, even though some were second marriages, 
thus obscuring the experience of ‘new’ couples. As divorce rates rise (Foster, 2012), the kind 
of couples who face dementia may change in the coming years. All the couples were 
heterosexual, older than 65 and 6 out of 9 couples were from privileged backgrounds. 
Caution is needed in relating these results to the wider population and further research is 
needed to look at the experiences of younger, LGBTQAI+ couples and those from different 
socioeconomic backgrounds. Although these results cannot be generalised, they do help 
nuance the lived experience of dementia and LTwD therapy for couples, which was the aim 
of this thesis. 
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It may have been helpful to carry out pre-therapy and post-therapy interviews with the 
couples, to be able to more readily identify the role therapy had for each couple. 
Unfortunately, circumstances did not permit this, and it has been a laborious task to examine 
the role of therapy for couples who had already undergone it. Ideally, I would have liked to 
interview couples closer to the time of their intervention. Some couples had undergone the 
intervention up to four years previously and this means that recalling it was more difficult for 
both the carer and the person with dementia, whose memory difficulties exacerbated a fuzzy 
recall of therapy. Previous research has seldom engaged people with dementia in interviews 
due to the inherent difficulties of eliciting remembered experiences and articulation of those 
accounts. However, despite these difficulties, this study was able to recruit a primary sample 
as well as engage with their partners and gain rich understanding into their subjective 
experiences. Not all partners with dementia were able to be present for the interviews (one 
had passed away and two were in care homes) so the interviews contained more carer 
accounts as a result and thus more carer quotes were used in the analysis.  
 
Research focussing on the efficacy of therapy is still finding its way in how to best capture 
this (McLeod, 2003). There is inherent difficulty in commenting on a therapeutic process 
which in itself is often an inarticulable yet transformative experience for both clients and 
therapists. Often the factors which clients discuss as transformative or helpful completely 
differ to what the therapist felt went well (Llewelyn, 1988; Wark, 1994). Despite these 
difficulties in understanding how therapy may play a role in affecting change, I wanted to 
hear from participants themselves as to what they felt and thought about the intervention. 
Further research could focus on outcome and/or process research, recording therapeutic 
sessions themselves and analysing these transcripts. 
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It is important to acknowledge that interviews were carried out by two researchers, myself 
and Andrew Balfour. Although I transcribed all the interviews from audio recordings, I will 
not have had the same level of familiarly and depth of understanding of the couples and carer 
I did not interview, not having been in the room with them to pick up non-verbal cues and 
gain a general sense of them which may have informed my analysis. I made sure to listen to 
these recordings carefully and thoroughly, familiarising myself with these participants 
through what I heard on tape.  
 
Thematic Analysis proved a fruitful and apposite method of analysing the data as it offered 
epistemological flexibility and a fairly clear set of steps and guidelines for the novice 
qualitative researcher to immerse themselves in the data (Braun and Clarke, 2013). For a 
time, I considered Interpretative Phenomenological Analysis (IPA; Smith et al, 2009) as a 
methodology in order to hone in the lived experience of my participants. After several 
discussions with my supervisors and after my first progression review, I opted for TA 
because of the methodological limitations of having (both carers and) couples as meaningful 
units of analysis for an IPA study and my reluctance to exclude the possibility of reading data 
from a more contextual (as opposed to experiential) perspective. IPA has been criticised as 
decontextualized (Parker, 2005) and implicitly reliant upon theoretical constructs such as 
‘individual’ or ‘inner authentic self’. This latter critique renders it a potentially problematic 
approach to exploring co-constructed accounts, where the notion of selfhood is contested, and 
where some contextual factors could be important avenues to pursue analytically.   
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Further reflexivity 
 
Qualitative research involves a task of hermeneutics on some level (Ashworth, 2015) and the 
contextualist position adopted has involved trying to balance the need to be empathic to the 
participants’ attempts to make sense of their relationship and views of therapy, with the 
pursuit of trying to make sense of these meanings using the participants’ contexts as a 
framework of understanding (Willig, 2012). This inevitably involves some level of 
interpretation of the participants’ meanings on the part the researcher (Ashworth, 2015). To 
bring transparency and awareness to this process, and specifically to understand how I have 
influenced the interpretational aspects of this study, it was important that I examined my own 
assumptions and preconceptions. 
 
As stated earlier, in this research I am positioned as an outsider, being at least thirty years 
younger than all the participants and not having dementia or being a carer partner for 
someone living with dementia. I am, however, a professional in the field of dementia, and 
have worked in this sphere in varying capacities for several years. It is impossible for me, as 
a researcher, not to bring my own experiences of being a care worker in care homes, a 
dementia support worker and a practitioner of the intervention itself into this research in some 
way. Being able to reflect on this thesis in a research diary (Parker, 2005), exploring my own 
biases and expectations through personal reflection, and having input from supervisors, 
colleagues and peers, has been paramount. 
 
Over the course of this thesis, I have been on an emotional rollercoaster. Initially, my aims 
were unrealistically ambitious, as I wanted to conduct pre-and-post-therapy interviews with at 
least 12 couples. I had to revise this, but found that I was able to still carry out an important 
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study with willing participants. Connecting with both TCCR and The Harbour gave me 
access to couples and carers, and a relatively ‘painless’ ethics application. TCCR is where the 
intervention began, developed by Andrew Balfour and carried out by therapists in London. It 
was then brought over to Bristol via Liz Salter, a former TCCR psychotherapist and now 
therapist at The Harbour where she set up the intervention and became my current supervisor 
for this clinical work. I was put in touch with Liz and Andrew by my academic supervisor 
Richard Cheston and was named as a researcher on their current research, enabling me to 
access participants and carry out collaborative work with Andrew in this research process. I 
felt extremely grateful to be welcomed into this field, both in research and clinical capacities 
and received generously by Liz and Andrew, perhaps reflecting the need for more clinicians 
and researchers to enter this work and use these sorts of resources to support those living with 
dementia.  
 
I also felt the tension of carrying out a qualitative study alongside the Tavistock’s own 
evaluation study, of which we are sharing the data for, and wanted to make sure this thesis 
was going to be ‘unique’, as in make a novel contribution to the literature and push the 
boundaries of counselling psychology. However, it is also an opportunity for collaboration 
down the line, in terms of joint publishing. The need to create a novel study which was going 
to add to the literature pushed me to explore couples’ lives more in depth, not only evaluating 
the intervention but wanting to examine how couples with dementia lived (together).  
 
I carried out my five interviews promptly and received the other four from Andrew within the 
first year of the thesis. Nevertheless, it took me another year to sit down with the recordings 
and start to transcribe and analyse. I was initially worried that the interviews weren’t ‘rich 
enough’ and later reflected that I was caught up in wanting participants to have found the 
108 
 
therapy resoundingly instrumental that I couldn’t bear to face the recordings. When I did 
listen to them, I aimed to actively bracket this bias towards the intervention and started to 
listen attentively to the issues participants were discussing. I later found that the interviews 
were indeed rich and there was plenty of content related to the intervention. It was important 
to read my impressions of the interview and participants, which I had jotted down in my 
research diary on the day of each interview, and try not to let my bias of liking certain 
couples or carers more than others skew the analysis.   
 
Using Shenton’s (2004) strategies for ensuring trustworthiness in qualitative data, this study 
was examined for credibility (a true picture of the phenomenon under examination was 
presented), transferability (the results can be justifiably applied to a similar setting), 
dependability (the data will have been analysed by two separate researchers, myself and 
colleagues at the Tavistock) and confirmability (the researcher took steps to demonstrate that 
the results were generated from the data and not my own predispositions). Indeed, both my 
supervisors were able to look at the raw data and ensure themes were being generated from 
the data and in the spirit of qualitative inquiry. 
 
A recurring notion throughout the thesis was of wondering what it would have been like to 
research a completely new area for me, where perhaps I was not so invested in the topic and 
could approach it in a ‘naïve’ and fresh manner, with enough interest to get through the write-
up! However, the passionate part of me is glad I invested in this topic so I can share this with 
practitioners, use it in my own practice, get it published and add to the literature which gives 
more vulnerable older adults a voice (albeit through my voice – one cannot fully escape 
interpretation and co-construction!). 
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The results of the study also have implications for me as a counselling psychology trainee. 
From a scientist-practitioner perspective, this research has reaffirmed the importance of the 
qualitative endeavour as well as being able to use research in practice. It has significantly 
shaped my identity as a therapist, having been part of my life for the three years of training 
and the intervention’s integrative approach has further consolidated my ethos of working this 
way with clients.  
 
I found it difficult to acknowledge anger in this research, both located in my participants and 
in me. After my last progression review, it was apparent I was not acknowledging 
participants’ anger enough and perhaps unconsciously avoiding it. An interpretation of the 
anger that was implied by participants, but difficult for them to express more explicitly, is 
that there has been nowhere ‘healthy’ for them to vent it (apart from, at times, LTwD). It 
seems to be ‘bottled up’ and either be expressed towards their partner, themselves or other 
services. My own anger, is bound up with the painful truth that people living with dementia 
do not seem to get the same amount of care, attention or respect that other people living with 
cancer or stroke or another chronic illness receive. This leads to neglect and poor care for 
people who experience dementia and a societal sense of ‘giving up’ or ‘turning a blind eye’ to 
those who, as we can see from this thesis and the growing dementia literature, benefit greatly 
from relational support. 
 
In a striking parallel to psychotherapy, some participants’ expectations of the interview were 
different to my own. The function of the interviews often paralleled a LTwD session, and I 
wondered if participants were using this as another opportunity for a session. This may have 
been useful for participants; indeed, it may have been their conscious or unconscious 
motivation to do the interview and other research is finding that therapeutic intervention and 
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research interviews are not necessarily mutually exclusive (Hutchinson and Wilson, 1994). 
Another function of the interviews was to vent about services or other third parties (related to 
the anger previously discussed). I captured the feelings of anxiety and frustration that I had 
felt in these interviews where it felt we were going ‘off-track’, which potentially offered me 
an insight into couples’ experiences of the inflexible nature of a society seemingly unwilling 
to reach out to them.  
 
 
Proposed further directions 
 
Understanding more about the experiences of couples living with dementia and how they 
view therapy may enable us to develop more effective ways of providing support and 
valuable, tailored interventions.  
 
Implications for practitioners and services 
 
Practitioners who might want to deliver this intervention may become more well-informed 
about the various aspects of working with couples living with dementia through these 
couples’ accounts. In particular, modelling that the person with dementia is still worthwhile, 
to both that person and their carer, holding in mind two or more perspectives, becoming 
subjectively involved with both individuals, whilst retaining capacity to stand outside the 
relationship and observe it. Also, the need to provide containment for the carer and allow 
them space to vent and talk through what is happening for them, as well as the space for the 
couple to talk through their situation together, explore their relationship both past and present 
and find ways of reconnecting.  
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Currently, this intervention is run by TCCR and The Harbour. I will be taking over from The 
Harbour as a provider of this service in affiliation with the Bristol Dementia Wellbeing 
Service. At present it is a standalone intervention of, on average, ten sessions fortnightly at 
clients’ homes. The findings suggest couples who have been through this intervention want a 
longer intervention. What might this look like? Andrew Balfour had envisaged the 
intervention to be carried out by not only trained therapists but by other healthcare 
professionals. Potentially a Dementia Wellbeing Service could employ its staff, such as 
dementia navigators or support workers, to carry out this therapy as a longer intervention. 
Through my own discussions with staff in these services, there is difficulty in incorporating 
this sort of work into existing workloads as it is resource-heavy, for example, it requires extra 
time in going to client homes for one-and-a-half hour long sessions, additional supervision to 
give space to ‘hold’ these couples therapeutically and further training in learning to deliver 
this niche couples’ work.  
 
There is still scope to train non-therapists in this intervention, and evidence to suggest that it 
does not matter who delivers therapy, the outcomes are the same (Cooper, 2008). In my 
conversations with various practitioners from different disciplines, there is reluctance for both 
working with people living with dementia and working with couples. The former may be 
relating to the general reluctance of people to engage with dementia, as it is still seen as a 
taboo in society (Macdonald, 2018) or practitioners not feeling drawn to the work or feeling 
out of their comfort zones. The latter, reluctance for couple work, may also relate to feeling 
out of comfort zones, where the practitioner may feel they have not attained enough 
experience or training to take on this kind of work. Hopefully this thesis has dispelled these 
limiting notions, promoting work with couples living with dementia and how different 
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practitioners might approach this through tentative exploration of these themes. Admittedly, 
it is important to acknowledge that this intervention involves a combination of skills to 
meaningfully work with couple issues. If a practitioner wishes to train in this intervention, 
there is a clear and accessible training given by Andrew Balfour and his associates. I do, 
however, acknowledge that it is often quite a large feat for a couple to let me into their world 
(and home) to not only shine a light onto their relationship but to (eventually) help them face 
the dementia. This is inevitably an uncomfortable, exposing and often painful experience, and 
requires a couple to be willing and open enough to let someone into this experience. I have 
found that couples are often in a state of ambivalence before entering into therapy, and 
although the idea of therapy can be a motivating one, it can also elicit feelings of shame, 
anxiety and suspicion of the therapist. However, this is ubiquitous to most clients at the 
beginning of their therapeutic encounter (Oliveira et al., 2016). 
 
Just as people living with cancer or other chronic illnesses have access to support and 
services such as counselling, people living with dementia require the same level of support 
and consideration. They have just as much need for therapy and can get a lot out of this 
experience.  
 
This study has highlighted that those living with dementia are curious about the self and their 
couple relationship. LTwD therapy encourages people to be curious together about how 
dementia lands on the self and their relationship. In turn, being curious together helps to 
strengthen the relationship. Good dementia care is person-centred in the sense that it 
encourages curiosity and empathy. Therefore therapy, which encourages curiosity and 
empathy, should be woven into the tapestry of good dementia care. 
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Future research 
 
The field of couples therapy with those living with dementia is currently sparse and further 
research will benefit couples with the condition as well as their families and staff working 
with them. Outcome and process research is becoming more popular as a way of identifying 
processes occurring in counselling and psychotherapy such as the counselling variables 
involved in client change (Sools, Murray and Westerhof, 2015). Process–outcome research 
explores ‘both the events in psychotherapy sessions, or the constructs thought to change 
during or in between therapy sessions’ and their association with subsequent change in 
‘problems, symptoms and functioning’ (Crits-Christoph et al., 2013, p. 299). Further research 
could look at recording LTwD or other types of intervention sessions and analysing these 
scripts. The videos recorded looking at couples’ interactions could be used for research, 
potentially examining changes in the interaction between videos filmed at different times in 
the intervention. As stated in limitations of the study, I would’ve ideally carried out pre and 
post therapy interviews to be able to identify any changes or new narratives between these 
points. This could be an avenue for further research with different types of couple 
interventions. Participants in future studies could also record experiences using personal 
journals or diaries, or could provide feedback to the therapist after each session on what they 
found helpful or unhelpful or what they made of the session.  
 
Implications for Counselling Psychology 
 
This study focuses on the phenomenological, subjective understanding of the experiences of 
couples living with dementia, which is in keeping with the ethos of counselling psychology 
(Douglas, Woolfe, Strawbridge, Kasket and Galbraith, 2016). This thesis ties in with the 
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scientist-practitioner stance espoused in counselling psychology, drawing together theory and 
practice (Kasket, 2012). The intervention itself may be based on psychoanalytic concepts 
such as attachment and containment, but its delivery is an example of an integrated approach, 
drawing from the humanistic or person-centred modality (via connecting with the ‘true self’, 
prizing the client), an existential stance (the threat of dementia, themes around death, 
meaning in life and social connectedness), couples psychotherapy (the Video Interaction 
Guidance and the Relationship Development Intervention techniques, systemic thinking 
about the couple) and cognitive behavioural approach (looking at ways of coping, vicious 
maintenance cycles). This integrated approach is consistent with counselling psychology, 
which champions different ways of working with clients and gauging approaches which 
might be used most effectively with various clients (Woolfe, 1996; Douglas et al., 2016; 
Milton, 2012). Engaging with couples living with dementia in such in a deeply valuing and 
respectful way actualises the humanistic ethic which is at the core of counselling psychology 
practice (Cooper, 2009). It reinforces the ‘I-thou’ (Buber, 1937) way of relating in therapy, of 
‘being with’ clients and not ‘doing to’ them. Counselling psychology adopts a strong social 
justice stance (Moloney, 2016) and this thesis pays homage to this plight by giving a voice to 
those who are vulnerable and often marginalised in communities. Community psychology 
and social care groups are involved in developing systemically-informed interventions and 
dementia-friendly community schemes globally, inviting people living with the condition into 
research and service development roles (Lin and Lewis, 2015; Mitchell, Burton and Raman, 
2004). Not only will these types of projects empower people who are living with dementia, 
they will hopefully also reduce the social stigma surrounding it. These are exciting avenues 
for further research and support. 
 
115 
 
This study also offers counselling psychologists, who are increasingly trained in 
neuropsychology, an insight into how a traditionally neurocognitive condition is understood 
and worked within a relational psychotherapeutic framework (Douglas et al., 2016). 
Counselling psychologists have the necessary and desired skills to work with couples living 
with dementia, in being able to: explore systemic issues, address the wider societal context, 
formulate the dynamic interaction of the couple (and to develop a view of how their 
difficulties are maintained through their interactional patterns), work well with clients with 
limited cognitive abilities (using non-verbal, tacit means of communication), retain a 
flexibility in moving between past and present, early and current experiences (both in terms 
of approach and through the dementia) and adopt an integrative approach (Douglas et al., 
2016). 
 
The double bind that needs broken is that 1) counselling psychologists rarely view dementia 
as an area to work in and 2) staff in dementia care rarely think about referring people living 
with dementia for therapy. Hopefully this research serves to have an impact on both of these 
areas in order to support those living with dementia to access therapy. 
 
Conclusion  
 
Research and lay perceptions about dementia often stagnate on the cognitive connotations of 
the illness, where cultural discourse privileges cognition and memory as the mark of social 
value. Dementia may be an unlikely area in which to find a radical social movement forming, 
but it is challenging our views on life, death and meaning and can help us move towards a 
more caring and connected society. From the findings, therapy helps support couples living 
with dementia, and yet it is less commonly offered than in other conditions. This reflects 
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Western society's struggle in facing aging, death, and decline, pushing people living with 
dementia further out of mind even as dementia is presented as a global emergency. 
 
A relational perspective reframes dementia as those living with it being able to live well 
when held in connection with others. We need a call to arms for therapists, counselling 
psychologists and other healthcare professionals to come work in this field and provide 
valuable therapeutic dementia care. 
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Journal Article 
 
Exploring the relationship of couples living with dementia and the role of couples therapy; 
a thematic analysis 
Abstract 
 
Contemporary dementia care is starting to adopt a relationship-centred approach, recognising 
the wider social context of the person living with dementia. Psychological therapy offered to 
people living with dementia is limited and further hindered by a gap in the literature about 
how patients experience therapeutic interventions. The Tavistock Centre for Couple 
Relationships (TCCR) in London have developed a couples intervention for partners living 
with dementia: Living Together with Dementia (LTwD). This article explores the experiences 
of couples living with dementia and the role of LTwD in their lives. Semi-structured 
interviews were conducted with six couples and three carers living with dementia in London 
and Bristol. Interview transcripts were analysed using thematic analysis following the steps 
outlined by Braun and Clarke (2013). Four themes were generated from the data. The first 
theme illustrates how dementia affected the couple relationship (‘widening divergence 
between us’). The second, third and fourth themes illustrate the impact of therapy on the 
person living with dementia (‘reconnecting with the self’), the carer (‘containing the 
container’) and the relationship (‘Living together well’) respectively. This study has 
implications for how services and practitioners engage with couples living with dementia, 
and how counselling psychology is well placed to work with and champion this marginalised 
group. 
 
Key words: person living with dementia, carer, couple, LTwD, counselling psychology 
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Introduction  
 
Research involving the carer (referring to the partner of the person living with dementia) has 
tended to overshadow research that focuses on the person living with dementia and their own 
experiences (Kitwood, 1997; Downs, 1997). However, recently there has been a shift in the 
literature, an evolution from a person-centred view to a relationship-centred approach 
(Whitlatch 2001; Davies, 2011) which now acknowledges that dementia affects both the 
person diagnosed and the wider relationship context. Thus, not only are people living with 
dementia and carers viewed as experts on their own experiences but there is also a co-
construction of experience created within their relational context. 
 
Partners who are committed and close have an ‘us identity’ (Davies, 2011, p.218) and are 
able to move from pre-diagnosis to post-diagnosis stages while maintaining this identity, thus 
keeping a collaborative framework within which to come to terms with dementia and its 
associated challenges. Indeed, the influence of the prior relationship on the couples' 
adjustment to a diagnosis of dementia has been found in several studies (Keady and Nolan, 
2003; Molyneaux et al., 2011; Hellström, Nolan and Lundh, 2005). For example, those who 
positively reflected on their relationship talked more openly about their dementia (Daniels et 
al., 2007). It seems the couple impacts on the dementia rather than dementia impacting on the 
couple. The quality of the pre-morbid relationship has also been found to be associated with 
the levels of resilience following a dementia diagnosis (Daniels et al., 2007; Davies, 2011). 
 
Several studies have offered evidence to suggest that there are links between relationship 
factors (such as attachment styles or coping styles) and outcomes (for example 
institutionalisation, hospitalisation, death, quality of life and psychiatric symptoms of 
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dementia; Tschanz et al. 2013; Perren, 2007). For example, loss of intimacy is associated 
with carer depression, with low levels of interaction between partners in the marriages of 
people living with dementia being predictive of the move to hospital care (Wright, 1994). A 
recent systematic review (Edwards et al., 2017) examined eighteen studies and found weak 
evidence for a potential association between factors related to the emotional withdrawal of 
the carer and subsequent increased risk of challenging behaviour in the person living with 
dementia. One study found closer relationships between carer and person living with 
dementia are associated with slower decline in Alzheimer’s disease, and this effect is highest 
for couple relationships (Norton et al. 2009). This seems to suggest evidence that there are 
active ingredients within close relationships that may serve as a protective factor for 
dementia’s challenges. 
 
Therapy can be effective for people going through difficult periods in their lives. 
Psychotherapy is rarely offered to people living with dementia as it may be assumed that they 
do not have the cognitive capabilities or willingness to engage with it (Watts et al., 2014).  
 
Depression among people living with dementia was found to be reduced when the therapy 
focused on couples and not solely on the person living with dementia or carer. Additionally, 
the carer’s level of anxiety was reduced when a focus on relationship issues between person 
living with dementia and carer was included in therapy (Martire et al., 2004). Couples with 
early-stage dementia benefited from participating in a structured intervention called the Early 
Diagnosis Dyadic Intervention that focused on consulting both partners to collaboratively 
care-plan for future needs and develop positive communication patterns with each other 
(Whitlatch et al., 2006).  
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The Tavistock Centre for Couple Relationships have set up an innovative project involving a 
relationship intervention for couples living with dementia, called Living Together with 
Dementia; LTwD (Balfour, 2014).  This therapy focuses on the person living with dementia 
and their partner together, using approaches from couples psychotherapy, Video Interaction 
Guidance and the Relationship Development Intervention; RDI (Gutstein, 2005). The 
intervention aims to try and enable the couple to think about and process their emotions and 
consists of eight to ten sessions over the course of several months. It draws on attachment 
theory, highlighting the need for the carer to enhance their understanding and sensitivity of 
their partner’s mental world (Balfour, 2014), and thus consequently the need for the therapy 
to offer containment for the carer’s emotional state. The video techniques allow couples to 
see their interactions and to look at things in a fresh and less rigid way than before and foster 
new ways of thinking. RDI aims to increase reciprocal meaningful and emotional exchanges 
with each other and minimise withdrawal or disablement of the person living with dementia 
(Balfour, 2014).  
 
The intervention has ambitious aims to preserve the couple relationship by maintaining or 
recovering the protective aspects of the relationship, reduce carer stress, increase shared 
activity, strengthen and support the relationship, increase resilience in both partners, manage 
the trauma of the diagnosis and improve the mental health of both partners.  
 
There is a distinct lack of research focussing on couples experiences of couples therapy while 
living with dementia, or indeed research pertaining to older couples experiences of couples 
therapy. Previous research has explored the carer partners’ perceptions of therapy, wherein 
carers want to feel understood and connected to someone ‘neutral’ in order to have a safe 
space to share concerns (Elvish et al., 2013). Sinclair et al. (2018) explored the lived 
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experiences of couples with dementia with respect to healthcare and lifestyle. Their 
overarching themes of 'knowing and being known,' 'maintaining and re-defining couplehood' 
and 'relational decision-making,' related to the couples’ sense of togetherness in facing 
decisions about present and future care and lifestyle. As stated in Bielsten and Hellström’s 
review, (2019) couples expressed satisfaction with the modified CBT therapy, and reported 
feeling less anxious and depressed. More general research looking at clients’ experiences of 
couples therapy has highlighted views such as wanting a therapist they trusted (Bowman and 
Fine, 2000), having regularly scheduled sessions where they could interact with each other 
differently, limit the influence of their everyday problems and focus on their relationship 
(Chenail et al., 2012). Helmeke and Sprenkle (2000) found that partners rarely agreed with 
the therapist on the perceived pivotal moments of couples therapy.  
 
Evidently, there is a wide gap in the literature concerning the experiences and views of 
couples in couples therapy, in particular those living with dementia, thus this article aims to 
provide novel insight into how couples living with dementia experience therapy.  
 
 
Methodology 
 
Couple participants were recruited through my collaborative organisation, the Tavistock 
Centre for Couple Relationships (TCCR), in both London and at The Harbour, Bristol. Six 
couples and three carers were recruited. This sample is appropriate for research with a hard-
to-reach population, and is well within the expected sample range for thematic analysis 
(Braun and Clarke, 2013). 
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Inclusion criteria 
 
• Participants where one of the pair has been diagnosed with dementia 
• Participants who have lived as a couple for at least two years 
• Participants who have undergone the LTwD intervention 
• Participants who have the capacity to consent (as assessed by therapeutic practitioner 
and myself) to take part in the study 
• Person with dementia with a mild or moderate level of impairment as evidenced by 
having a recent score of 18 or above on the Mini-Mental State Examination (Folstein, 
Folstein, and McHugh, 1975) 
 
Exclusion criteria 
 
• Participants who are deemed to be emotionally vulnerable, physically frail, 
experiencing significant distress or experiencing difficult family circumstances that would 
make participation inadvisable  
 
Face-to-face, semi-structured interviews were conducted by me and by AB (CEO of TCCR) 
separately, with couples together in their home. I interviewed 5 of the couples and AB 
interviewed 4 couples (see Table 1). 
 
Consent and ethical considerations 
 
A written Participant Information Sheet was provided by LTwD practitioners to potential 
participants, two weeks in advance to me getting in contact, to explain what the study 
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involved. From willing participants who agreed to meet with me, I obtained written consent 
on the day of the interview. 
 
There were some risks associated with this research. For instance, working with a vulnerable 
group of individuals who are going through a difficult time in their lives and thus asking 
couples to engage with this material might have elicited distress. As a trainee counselling 
psychologist, I have developed skills which aimed to minimise distress including being 
sensitive and aware of participants’ situations, following the pace of the couples and using 
clinical judgment to gauge if the interview situation was becoming too upsetting for them. 
 
Participants were made aware that they have the right to withdraw or suspend the research 
without providing any reason; they have the right to refuse to answer questions; they can 
have a debriefing session after the interview; they can email me if they want to talk about any 
issues after the interviews and I can signpost them for further support if needed. 
 
NHS ethics was approved for this study by the Health Research Authority, London-
Camberwell St Giles Research Ethics Committee. Site-specific approval for The Harbour was 
granted also. 
 
Analysis 
 
Face to face interviews were audio-recorded and transcribed orthographically using the 
notation system suggested by Braun and Clarke (2013; adapted from Jefferson, 2004). The 
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dialogue from interviews were cut and pasted into Word files and the original dialogue 
destroyed. Interviews were anonymised then analysed using thematic analysis (TA). 
 
As a data analysis, TA has the flexibility to lend itself to the foundations of understanding 
couples and therapeutic processes by understanding and recognising the intersubjective 
constitution of human relating (Merleau-Ponty, 2005). The fundamental understanding of 
people as related and socially constituted reflects a systemic understanding of couples 
research issues (Braybrook, Mróz, Robertson, White and Milnes, 2017). 
 
 
Results 
 
Four themes were generated from the data (see Figure 1). The first theme illustrates how 
dementia affected the couple relationship (‘widening divergence between us’). The second, 
third and fourth themes illustrate how therapy may have affected the person living with 
dementia (‘reconnecting with the self’), the carer (‘containing the container’) and the 
relationship (‘Living together well’) respectively. 
 
Figure 1. Illustration of thematic map 
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THEME 1: Impact of dementia on relationship 
 
1. Widening divergence between us 
 
On the whole, dementia seems to pull the partners apart from each other, where both can 
experience feeling lonely or on their own, get the sense they are moving away from each 
other in terms of shared activities, tastes or experiences. The couples also experience a 
transformation of their relationship from life partnership to a relationship that might be more 
similar to a parent and child or guardian and dependent. 
 
The majority of carers discussed the growing differences between themselves and their 
partners with dementia, as a consequence of the dementia: 
 
[1.1] Very sad really ‘cause I mean, going to concerts was something I liked doing 
and um I still do a lot and did a lot without him actually  
Vonne, carer 
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[1.2] So our cultural viewing and our explorations are rather different. I think we 
have different- our tastes that have grown wider apart than come closer. It's a very 
good example of the divergence between one of the partners in a situation like this.  
Max, carer 
 
Six of the nine sets of participants discussed feelings of loneliness in relation to the dementia: 
 
[1.3] I mean I think I was beginning to sort of feel at that time I was more or less on 
my own because I couldn’t have a conversation with him and I felt it was just me 
really against the world in a sense  
Susan, carer 
 
 
[1.4] You still do feel quite lonely, because like —I’m sort of, it’s a, George [partner], 
thank god, has still got all his marbles  
Martha, person with dementia 
 
 
 
As dementia progressed, seven of the nine couples implied that the relationship took on a 
more parental-child-like quality: 
 
[1.5] [directed to partner] that is your napkin, wipe your mouth, then eat your cake!  
Luc, carer 
 
[1.6] Because I just couldn’t deal with him [partner] sometimes and sometimes he just 
wouldn’t do what I wanted him to do or I asked him to do or go where I wanted to 
go… so I’d give him some colouring to do or I’d put something out for him in case he 
wanted to do it  
Susan, carer 
 
The majority of the carers considered their role in protecting their partners with dementia, 
which is consistent with the idea that they were needing to be parental, guardians or carers to 
reassure their partners: 
 
[1.7] Um but it I felt like I had to protect him and I wouldn't of thought that before 
dementia  
Sarah, carer 
 
[1.8] When he was sure there was somebody and he was sort of chasing them around 
near the window, I did manage to persuade him that I’d eliminated them  
Vonne, carer 
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From these accounts, dementia seemed to pull partners away from each other, with the 
relationship morphing away from their previously established ‘coupleness’ to a more 
parental/child-like or guardian/dependent-like dyad.  
 
 
 
THEMES 2, 3, 4: Impact of therapy on partners 
 
 
2. Reconnecting with the self 
 
 
Therapy seemed to help both the person with dementia and their carers to reconnect with the 
person with dementia’s sense of self, through discourse and through more emotional contact, 
by providing a curiosity or interest in them, in who they are now as well as their past history. 
The therapist models that interest in both partners to enable a relationship together, and 
continuing to connect with that essence of the person with dementia that is still tangible. 
 
Therapy was mostly well received by the participants and described as useful and helpful for 
several reasons:  
[2.1] he did like her [LTwD practitioner] coming… she’d come back, she’ll come 
back, you know he really liked that and actually looked forward to it… and that’s why 
it was you know helpful to have somebody to touch base with and it’s, so it was a 
stability factor for him 
 
 Vonne, carer 
 
One interpretation of Vonne’s account is that a sense of stability amidst a fragmented internal 
world may have helped the continuity of a sense of self for the person with dementia. Indeed, 
this is in keeping with the intervention’s ethos to foster a stable therapeutic relationship for 
the person with dementia (and carer).  
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Several participants with dementia described themselves as enjoying being able to talk with 
another person and reported that part of this was due to the therapist’s personality or 
qualities:  
 
[2.2] she was down-to-earth… Well she listens to you… It was good, somebody being 
able to come out and talk with you 
Trevor, person with dementia 
  
[2.3] No she's good. She makes you feel quite relaxed. And she is good company… I 
think a lot of it was her personality. She made people feel at ease… But it's nice to 
think that someone's remembered that you have got this. You do feel quite lonely… 
This is a sort of a mysterious illness, isn't it? 
Martha, person with dementia 
 
The quote above by Martha [2.3] may highlight the therapist’s way of being with the client in 
the context of their dementia. Within a therapeutic context, Martha’s appreciation of being 
remembered by her therapist seems to echo the therapeutic frame of ‘being held’ or contained 
within this relationship. 
 
Therapy may have serviced to model a genuine interest or a curiosity in the person with 
dementia for the carer, in terms of valuing the person with dementia as someone worthy of 
attention and in helping create more emotional contact between person with dementia and 
carer. For example: 
 
[2.4] If we have a very high standard professional therapist with us to understand 
what's going on in his mind and if possible in my mind as well from the more logical, 
the third persons eyes 
 Meisa, carer 
 
[2.5] That for me was a huge turning point where I realised it’s OK, Toby is my 
partner. I can share my stress with him and he can still contain some of that… saying 
how I feel and Toby being able to pick up on the emotions and give me sustenance in 
a very good way 
 Sarah, carer 
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The above quotes reference the importance of acknowledging that the person with dementia 
is still worthwhile, may still retain a sense of who they are and are still able to display aspects 
of themselves that the carer has found important. Additionally, they might benefit from 
support from the therapist and carer around promoting this continuity of self and 
acknowledgeable characteristics, such as Toby’s [2.6] ability to still contain his partner’s 
stress. 
 
Therapy seems to give a space for attention and focus on the person with dementia, affirming 
their personhood and providing a curiosity in who that person is now: 
 
[2.7] And there’s something about curiosity that’s umm vital in this kind of journey 
 
Sarah, carer 
 
[2.8] I've always had a good impression of your effort and... I think positively I hope 
helpfully of your... effort... your attention 
 Rory, person with dementia 
 
 
Therapy seemed to give a space for the person with dementia to process emotions, at a time 
when so much of their lives were changing. A non-judgmental, empathetic therapist might 
have been an easier person to open up to than a family member: 
[2.9] So that’s what I imagine and that’s why it was beneficial for him that there was 
somebody he felt able to talk to…. ‘cause I suspect that he might’ve opened up to her 
more about his real feelings than he was able to me 
Vonne, carer 
 
[2.10] There could be tailoring, somebody with a really good empathetic view of 
things, and trained empathetic views would be able to notice and so on. That's what's 
needed 
Max, carer 
 
 
One participant commented on the therapy capturing something of the essence of the person 
with dementia through the use of the video technique:   
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[2.11] She did a little video and that was one of the best bits and she sent me some 
stills from it. It’s actually one of the best photos I’ve ever had of him…but he’s really 
laughing, you know, he was still, he was quite a jokey, sociable, jokey sort of person 
 
Vonne, carer 
 
 
3. Containing the container 
 
Through carers’ accounts, it is apparent that for many of them the intervention happened at a 
time when they were particularly burdened with their caring responsibilities. There is a strong 
sense that carers appreciated being ‘held’, or indeed, ‘contained’, in therapeutic terms, when 
they are feeling lonely, and appreciated being understood: 
 
 
[3.1] Uh, just somebody I could talk to, I think and understands, understands it, 
understands what you’re sort of goin’ through coz it ain’t easy  
Lara, carer 
 
[3.2] I don't know the exact words but she just put it in such a way that I felt anything 
but judged… And that was just so valuable to me because I was often critical of 
myself at that time, especially now I look back to how tough it was… I think my 
physical health has improved as well. I see that as being really significant that we had 
the intervention at a time when my blood pressure shot up really high 
 
Sarah, carer 
 
 
Carers appreciated being able to talk through things with someone and this helped them make 
sense of events and feelings: 
[3.4] Yeah, I mean for me it was very good I think because it was nice to talk through 
things and they had suggestions 
Susan, carer 
 
[3.5] The other thing about [LTwD practitioner] was reminding me about being 
curious about things 
 
Sarah, carer  
 
Carers reference how crucial it was to be able to be honest about what they were thinking and 
feeling: 
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[3.6] I felt free to just to say, do whatever, I wanted to cry, be angry, all of the 
emotions of life that were very much there and just needed to come out… I think 
being, to be able to be honest about how I felt and you know how he was, how lost I 
felt, it was an amazing thing 
 
Sarah, carer 
 
The therapeutic relationship was mentioned, as well as a sense of comfort of being able to 
talk with the therapist: 
 
[3.8] I found that what was a research procedure started to become a therapy and 
because of that there was the usual counter problems and a therapeutic relationship 
had been formed 
Max, carer 
 
[3.9] Yeah well it [LTwD] was such a lovely experience… I thought [LTwD 
practitioner] was excellent, she just got us 
Sarah, carer 
 
Several carers pointed out the therapy ended too soon or there was not enough: 
[3.10] We were quite upset when it finished. And tried to extend it for a bit 
Vonne, carer 
 
[3.11] It [LTwD] was like finding a port in a storm for me at that time and what I 
have gained from it has sustained me and even though I wanted more 
 
Sarah, carer 
 
 
Therapy seemed to help all nine of the carers in some way, by allowing a space for them to 
talk about what is going on and be honest about how they were feeling in their caring roles. 
Therapy also seemed to provide the carer with a bit of care and focus for them, with the 
therapist as someone there for them at this time, to absorb some of the burden (containing the 
container). 
 
 
4. Living Together Well 
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The therapy seemed to serve a function in enabling the couple to maintain some of the 
closeness in the relationship that was at risk of being lost due to the dementia. The majority 
of participants acknowledged that they were reminiscing during therapy, where emotional 
closeness was captured or reignited in some way through therapy and it gave them a space to 
think about their previous resilience and strength as a couple through former adversities. 
Enhancing empathy between partners, of being able to connect with each other’s feelings and 
have those feelings acknowledged, is part of the intervention’s aims, and this certainly seems 
to be happening between the partners, which in turn seemed to enable a closeness or united 
front in facing the dementia together. 
 
 
4.1 ‘We were rekindling’ (Luc, carer)  
 
Five of the participants (three carers and two people with dementia) discussed the 
intervention as a chance to reminisce about their past relationship, where feelings of nostalgia 
were elicited in this process: 
 
[4.1] The sessions together showed, gave a recording of how we lived. And it showed 
our relationship… I think we got to understand each other and it took me back to how 
we developed the relationship and how we enjoyed it. The Tavistock sessions, we were 
rekindling 
Luc, carer 
 
[4.2] We started off I think going through our wedding photographs didn’t we and 
things that have come and gone since. And she recorded a lot of it 
 George, carer 
 
 
A couple of the carers commented on the intervention being able to capture a closeness 
between them and their partner, with one carer pointing out the video technique used: 
[4.3] We were still managing to laugh when she [LTwD practitioner] came, yes and 
she caught that on the video which was very good actually 
 Vonne, carer 
 
One carer pointed out that closeness between a couple is possible with care: 
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[4.4] So that when you come to look at how things work out between two people in a 
situation like this, those chasms are there but they are bridgeable. They’re bridgeable 
with care  
Max, carer 
 
Several participants mentioned feelings of love towards the other partner and a reconnecting 
with each other that may have been nurtured through therapy: 
[4.5] I found it’s always a warm feeling, straight away I come back to him in my case. 
But straight away it [LTwD] was helpful. Before you coming he was really quiet in 
the back and afterwards, it’s no exception, I always feel warm subtle feeling towards 
him. I still remember... it spontaneously happened. Yes, I still, so it works!  
Meisa, carer 
 
[4.6] I see some really lovely things em about you and some of the things that would 
make me warm to you even more than I normally, are how much you need me on this 
journey and I'm just so willing to be on it with you, that it makes me feel fulfilled 
  
Sarah, carer 
 
[4.7] I shouldn't say for you but I still love him. We're both awkward and all the rest 
but we do still have a ‘something’. Love, I think it's called 
 
Martha, person with dementia 
 
 
4.2 Maintaining togetherness through adversities  
 
The interviews elicited narratives of couples’ histories and how they coped through hardships 
and previous losses: 
[4.8] The relationship’s alright because she [partner] knows me for my, for my entire 
life. I told her social worker, I said this woman is part of me, my entire life and don’t 
try to break the relationship… Because we had some rough passage at the beginning 
and we been through some stressful times 
Luc, carer 
 
[4.9] We got closer together, there was an emotional bond in there…I feel feelings 
here, when Marie is needing support which are fulfilling actually, I mean they are 
anxious depressing feelings but they are supportive as well for me, I take comfort 
from feeling those feelings  
Jack, carer 
 
[4.10] We had one really rough-spell, um, we were just barely hanging on in there 
like. We had absolutely nothing… You do learn from each other, don't you? I think in 
a way we… complemented each other 
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Martha, person with dementia 
 
Indeed, maintaining the togetherness in the relationship through difficult times is echoed by 
the majority of participants:  
 [4.11] Because we always had a really close relationship and for me it’s very 
important that continues. I always repeat what I said from the beginning if you’re 
having dementia Toby that I will stay with you on the journey through thick and thin. 
‘Cause we are strong together 
 
Sarah, carer 
 
[4.12] We still have a good relationship with each other and we get on well together 
apart from the occasional bark and bite 
Rory, person with dementia 
 
 
4.3c Dementia as a shared problem 
 
Most of the couples discussed living with dementia as a shared experience, and that therapy 
worked best when it focused on the couple, not just the individual (whilst still acknowledging 
that the partners needed time apart as they typically had different perspectives and needs from 
each other): 
 
 
[4.13] [LTwD practitioners] were trying to find ways that we could communicate a 
bit easier, they suggested we face each other and that we hold hands or touch each 
other to sort of well to reassure him that I was there for him, I think that did help   
 
Susan, carer 
 
[4.14] [talking about the intervention] sometimes we explored things together and 
sometimes it was on my own, the times where [LTwD practitioner] had Toby on his 
own too, so that was important as well that we could be together, and apart  
 
Sarah, carer 
 
[4.15] I needed desperately to have a very professional listener, together especially, 
the good thing is it's not only with me, but together with Rory 
 
Meisa, carer 
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Discussion 
 
This study aimed to explore how couples living with dementia experienced therapy. 
Dementia seemed to act as a wedge between partners, driving them apart, where LTwD 
therapy offered a space for partners to return to each other and reconnect as a couple. 
 
 
Widening divergence between us 
 
From the results, dementia on the whole seems to drive a wedge between partners in the 
couple by eliciting feelings of loneliness for both, feelings of being on separate paths and 
transforming their relationship away from the life partnership. This is consistent with 
previous research where feelings of loneliness (Hartigan et al., 2019), separateness 
(Davenhill, 2007) and the move towards parental-child or carer-dependent roles (Kitwood, 
1997; Wright, 1993) come into play with dementia. 
 
Reconnecting with the self 
 
Within dementia literature there is a general divergence between a notion that the ‘self’ 
disintegrates, leaving a ‘non-person’, and a belief that the self remains and can be maintained 
with the appropriate approach from others. ‘Personhood’, as a way of thinking about self-
identity issues, was originally discussed by Rene Descartes (1596–1650) and John Lock 
(1632–1704). Kitwood (1997) was the first researcher to apply it to dementia care, following 
a social constructionist approach. 
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The intervention in this study seemed to function to not only acknowledge and validate the 
sense of self in the person with dementia, but to model a curiosity and focus on that self for 
both the person with dementia and their carer partner. This then enabled them both to 
reconnect with this sense of self and the person’s continued worthiness of attention. This is 
consistent with findings from Sørensen, Waldorff and Waldemar (2008) where together the 
person with dementia and carer reported increases in self-esteem and wellbeing after 
counselling. Although ‘reconnecting with the self’ is not an explicit aim of the intervention, 
the idea of validating the person with dementia and acknowledging them as a semiotic and 
worthwhile being despite the dementia is encapsulated in this approach. Indeed, the act of 
showing curiosity and interest in both partners is espoused in this approach (Balfour, 2014). 
Balfour and Salter (2018) particularly highlight the importance of the carer’s ongoing 
capacity to be interested in what their partner with dementia is feeling and the ability to see 
meaning in their behaviour. This dynamic is rooted in person-centred care (Kitwood, 1997) 
and humanistic approaches in therapy (Rogers, 1961). Person-centred therapy prizes the 
person, offering them a consistent, accepting, valuing and empathetic relationship and from 
the results these conditions were reported as important to the participants. Indeed, while 
‘person-centred dementia care’ is a central issue in how dementia services are set up, it often 
pays little heed to its roots in person-centred therapy. Yet, it is clear Kitwood’s (1997) ‘good 
dementia care’ paradigm has its origins within a framework of counselling and is viewed as 
having a therapeutic and transformative value (Cheston, 2019a). 
 
Containing the container  
 
There has been a great deal of research surrounding carers’ experiences of living with 
dementia (Gillies, 2012; McConaghy and Caltabiano, 2005). Carers often become an 
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emotional ‘container’ for the insecurity, distress and attachment needs of their partners. The 
person living with dementia craves an increased sense of security and regulates their distress 
through attachment-seeking strategies which typically involves the carer becoming an 
attachment figure (Miesen, 1993; 1994). As more of the conscious mind is ‘lost’ in dementia, 
the more it goes to the carer to provide a ‘container for their increasingly fragmented 
experience’ (Balfour, 2006, p.337). Carers themselves need to have their own emotional 
needs met and need a sense of containment for them. 
 
The intervention seemed to provide a number of important and helpful aspects for carers, and 
in turn, for their partners. Indeed, there is a sense of being ‘held’ or contained, which is 
ubiquitous in most therapeutic approaches. The carer as the container for their partner, can be 
contained to a certain degree by the therapist. This is explicitly discussed in the intervention’s 
aims, and more recently highlighted, ‘the presence of a third containing figure, a therapist or 
a counsellor who the carer partner is able to talk to about the reality of their feelings, who is 
not going to judge but who will listen, can be very helpful’ (Balfour and Salter, 2018, p. 195).  
 
Living together well 
 
Participants’ accounts of the intervention seemed to resonate with ideas that counter the 
affect of dementia on the relationship, namely, enhanced closeness between partners, 
reminiscence and nostalgia, maintaining a sense of ‘we-ness’, and facing the challenges of 
dementia together. 
 
Balfour (2014), the creator of the intervention, espouses the importance of the relationship as 
a protective factor for dementia’s challenges. This is consistent with Keady and Nolan (2003) 
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who found that couples who ‘worked together’ coped more successfully than those who 
worked alone, separately or apart. Correspondingly, couples who dealt with dementia 
independently and who did not develop a shared awareness of dementia were at a higher risk 
of drifting apart (Hellström et al., 2005). This is further supported by Hellström et al. (2007) 
who proposed that talking things through is a fundamental part of sustaining couplehood for 
couples facing dementia. This study touched upon closeness felt by partners. Similarly, de 
Vugt (2003) found that despite a conveyed transformation of their relationship, carers also 
reported feeling closer to their partners than before.  
This closeness in the relationship conveyed through feelings of love, empathy, 
nostalgia, reminiscence or ‘rekindling’ might be one of the protective factors of the 
relationship, an active ingredient within the relationship to bolster resilience or help the 
couple face dementia’s challenges. The carer being able to empathise, remain close and still 
invest emotionally in their partner requires them to have the resources for all this. The 
importance of the carer’s continuing capacity to be interested in their partner’s internal 
landscape, feelings and ability to see meaning in their behaviour is thought of as a protective 
factor (Balfour and Salter, 2018). If the carers have the experience of someone trying to 
understand how they feel and see things and feel ‘held’ or ‘taken in’ (Bion, 1962) 
emotionally, then they be more able to allow themselves to think about their partner’s 
experience. The ‘containment of the container’ as discussed in the results, provides the carer 
with more emotional resources to enter into the relationship with increased empathy and 
potential for closeness. 
 
In terms of this unique intervention, there seems to be both a space for the partner living with 
dementia to be focussed on and understood and have their personhood validated as well as a 
space for the carer to be emotionally contained and be able to process emotions with the 
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therapist. In addition to this, there is a sense that the therapist is able to hold a ‘couple state of 
mind’ (Morgan, 2019) in which they adopt a ‘third position’ (Britton, 1989) in relation to the 
couple. Through this position, the therapist is able to be subjectively involved with both 
individuals, but also at the same time, being able to stand outside the relationship and observe 
the couple (‘therapist with us is, to understand what's going on in his mind and if possible in 
my mind as well from the more logical, the third persons eyes’, Meisa). Morgan (2019) 
writes that couples come to her consulting room because the ‘couple state of mind’ was 
missing as a function of their relationship, in other words, they could not take a third position 
in which they could observe themselves and think about themselves as a couple and what 
they were creating together, positively or negatively. Thus, the therapist stood for the 
relationship, observed and interpreted what they were creating together as a couple. This 
theory fits with the ethos of the intervention, and may have been picked up upon by some of 
the participants. Certainly, the video element is an explicit way to allow the couples a fresh 
vantage point (adopting a third position) to see their ‘couplehood’ in action. Perhaps the 
therapist holding their ‘couple state of mind’ allowed partners to feel more connected, as part 
of a larger entity that needed to be thought about and worked on, rather than as separate 
entities, for example, in negative terms, the ‘stressed carer’ and ‘sick partner’, who were both 
experiencing distress. 
 
Limitations of the research, future research and reflexivity 
 
This study sits within a wider research programme where participants through TCCR are part 
of a bigger quantitative study as well as this qualitative study. This study had a relatively 
small sample size, which warrants caution when discussing these results in terms of the 
broader picture. Participants’ ethnicities were mostly ‘white British’, thus this study offers 
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little insight into the lived experience of people from other ethnic backgrounds, and has 
limited transferability in other cultural contexts. Future research needs to address these 
limitations by recruiting more diverse samples of participants. It may have been helpful to 
carry out pre-therapy and post-therapy interviews with the couples, to be able to more readily 
reference the role therapy had for each couple. Further research could focus on outcome 
and/or process research, perhaps recording LTwD or other types of intervention sessions and 
analysing these scripts. Participants in future studies could record experiences using personal 
journals or diaries, or could provide feedback to the therapist after each session on what they 
found helpful.  
 
In this research I am positioned as an outsider, being at least thirty years younger than all the 
participants and not having dementia or being a carer partner for someone living with 
dementia. I am, however, a professional in the field of dementia, and have worked in this 
sphere in varying capacities for several years. It is impossible for me, as a researcher, not to 
bring my own experiences of being a care worker in care homes, a dementia support worker 
and a practitioner of the intervention itself into this research in some way. Being able to 
reflect on this thesis in a research diary (Parker, 2005), exploring my own biases and 
expectations through personal reflection, and having input from supervisors, colleagues and 
peers, has been paramount. 
 
Proposed further directions 
 
Practitioners who might want to deliver this intervention may become more well-informed 
about the various aspects of working with couples living with dementia through these 
couples’ accounts. This study focuses on the phenomenological, subjective understanding of 
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the experiences of couples living with dementia, which is in keeping with the ethos of 
counselling psychology (Douglas, Woolfe, Strawbridge, Kasket and Galbraith, 2016). The 
intervention itself may be based on psychoanalytic concepts such as attachment and 
containment, but its delivery is an example of an integrated approach, drawing from the 
humanistic or person-centred modality (via connecting with the ‘true self’, prizing the client), 
an existential stance (the threat of dementia, themes around death, meaning in life and social 
connectedness), couples psychotherapy (the Video Interaction Guidance and the Relationship 
Development Intervention techniques, systemic thinking about the couple) and cognitive 
behavioural approach (looking at ways of coping, vicious maintenance cycles). This 
integrated approach is consistent with counselling psychology, which champions different 
ways of working with clients and gauging approaches which might be used most effectively 
with various clients (Woolfe, 1996; Douglas et al., 2016; Milton, 2012). Engaging with 
couples living with dementia in such in a deeply valuing and respectful way actualises the 
humanistic ethic which is at the core of counselling psychology practice (Cooper, 2009). 
Counselling psychology adopts a strong social justice stance and this thesis pays homage to 
this plight by giving a voice to those who are vulnerable and often marginalised in 
communities. 
 
Conclusion 
 
Research and lay perceptions about dementia often stagnate on the cognitive connotations of 
the illness, where cultural discourse privileges cognition and memory as the mark of social 
value. Dementia may be an unlikely area in which to find a radical social movement forming, 
but it is challenging our views on life, death and meaning and can help us move towards a 
more caring and connected society. From the findings, therapy helps support couples living 
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with dementia, and yet it is less commonly offered than in other conditions. This reflects 
Western society's struggle in facing aging, death, and decline, pushing people living with 
dementia further out of mind even as dementia is presented as a global emergency. 
 
A relational perspective reframes dementia as those living with it being able to live well 
when held in connection with others. We need a call to arms for therapists, counselling 
psychologists and other healthcare professionals to come work in this field and provide 
valuable therapeutic dementia care. 
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Vonne 
John ⸸ 
Carer 
Person w/ dementia 
82 
77 
Female 
Male 
White British 
White British 
Alzheimer’s 
disease 
BW  
(carer only) 
 
 
* 
 
 
 
* 
 
2 years 
Susan 
Arthur ♯ 
Carer 
Person w/ dementia 
74 
79 
Female 
Male 
White British 
White British 
Alzheimer’s 
disease 
BW  
(carer only) 
 
 
 
18 
 
 
 
12.12.16 
 
 
2 years, 2 
months 
Lara 
Trevor 
Carer 
Person w/ dementia 
80 
79 
Female 
Male 
White British 
White British 
Alzheimer’s 
disease 
BW  
22 
 
23.01.17 
 
6 months 
Martha 
George 
Person w/ dementia 
Carer 
81 
82 
Female 
Male 
White British 
White British 
Lewy body 
dementia 
BW 24 03.03.18  
5 months 
Luc 
Anne 
Carer 
Person w/ dementia 
89 
90 
Male 
Female 
Guyanese 
Jamaican 
Mixed 
dementia 
(Alzheimer’s 
and vascular) 
BW  
* 
 
* 
 
4 years 
Max 
Poppy 
Carer 
Person w/ dementia 
91 
87 
Male 
Female 
White British 
White British 
Lewy body 
dementia 
AB  
26 
 
17.11.16 
 
1.5 years 
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⸸ Deceased 
at time of interview 
♯ Living in care 
home at time of 
interview 
* Unknown 
information 
 
 
Table 1. Participants’ demographics and relevant information 
 
 
 
 
 
Jack 
Marie ♯ 
Carer 
Person w/ dementia 
 * 
 * 
Male 
Female 
White British 
White British 
Alzheimer’s 
disease 
AB   
(carer only) 
 
 
* 
 
 
* 
 
 
* 
Sarah 
Toby 
Carer 
Person w/ dementia 
68 
77 
Female 
Male 
White British 
White British 
* AB  
* 
 
* 
 
2 years 
Rory 
Meisa 
Person w/ dementia 
Carer 
 * 
 * 
Male 
Female 
White British 
Japanese 
Alzheimer’s 
disease 
AB * * * 
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Appendix 1 
 
                                                                      
 
Participation Information Sheet 
 
Living Together with Dementia (LTwD) 
Helping couples when one partner has dementia 
Why do we want to interview you?  
As we are sure you know from your previous involvement, the Living Together with 
Dementia (LTWD) is an intervention provided by Tavistock Relationships (TR) which is 
designed to increase closeness and understanding in couples to promote greater resilience and 
health.  
 
At the moment, there is limited understanding of the shared experiences of couples living 
with dementia, and few developments in terms of approaches to help cope. We hope that this 
intervention will lead to the development of such an approach that may make a difference to 
the lives of couples living with dementia.  
 
As our research in this area continues we would like now to invite you to take part in an 
interview with one of the members of the LTwD team, as a follow-up piece of research. Your 
contribution to the research thus far has been immeasurably helpful, and we would like to 
expand our understandings of your experience further.  
 
What happens if you agree to take part in this follow-up interview?  
You are under no obligation to take part in this part of the project. If you would like to 
participate we will ask you to sign two consent forms. One is for us to keep, and the other is 
for you as a record. 
 
An experienced member of the LTwD team would visit you in your home to talk for around 
one hour about your experience of living with dementia, and of taking part in the project. We 
would hope to be able to ask you a few questions, though there will be space and opportunity 
for the conversation to move around with some freedom.  
 
So that the person interviewing you is able to give their full attention to the conversation 
taking place, we would like to be able to audio record these interviews. This is so that we can 
then make full use of the information you give to us. 
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What would happen to the information you and your partner give?  
 
At TR, we take confidentiality very seriously. All information will be collected and stored in 
accordance with the Data Protection Act 1998 and TR’s strict policies on storing confidential 
material. Any documents relating to these interviews will be kept in locked filing cabinets 
and all information kept on electronic databases will be password protected. Personal 
information stored on computers will have your name removed and replaced by an 
identification number. This information can only be linked back to your data by the 
researchers and no one else.  Any documents containing confidential information will be 
securely destroyed after the project has ended.  
 
This information will be used by the researchers for research and analysis purposes only. The 
researchers will not share this information any other services. 
 
  
Further information and contact details 
     
If you have any queries about this invitation or the research in general please do not hesitate 
to contact Sabah Khan, Project Lead by telephone (0207 380 1969) or email 
(skhan@tavistockrelationships.org).   
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Appendix 2 
 
                                                                      
 
 
Interview Reply Slip 
 
 
 
 
 
 
I am interested in taking part in the interview. Please contact me with further 
information 
 
 
I would prefer to be contacted by (please tick one box): 
 
 
Telephone (Please provide your telephone number below)  
 
 
 
 
Email (please provide your email address below)  
 
 
 
 
 Letter  
 
 
Thank you 
The Living Together with Dementia Team 
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Appendix 3  
 
                                                     
 
Letter Inviting Couples to Interview 
 
Name  
Address  
Date  
 
Dear  
 
Following your participation in the Living Together with Dementia (LTwD) project we are 
writing to invite you to take part in a follow-up interview, to give you the chance to tell us a 
bit more about your experience of the project.  
 
Why are we following-up participants with interviews?  
We are very grateful to all of you who kindly took part and contributed to the development of 
this research project which aims to develop ways of helping couples who are living with 
dementia. 
As our research in this area continues we would now like to invite you to take part in an 
interview with one of the members of the LTwD team, as a follow-up piece of research. Your 
contribution to the research thus far has been immeasurably helpful, and we would like to 
expand our understandings of your experience further.  
 
What should I do if I would like to take part? 
If you are happy to be interviewed we would love to hear from you. At this point we can also 
provide you with more information and answer any questions you might have. You can let us 
know that you would like to take part either by;  
- telephone  0207 380 1969 / 8297 (Sabah Khan, Project Lead) 
- Email   LTwD@tavistockrelationships.org 
- or by way of the reply slip enclosed (along with a SAE) 
Thank you once again for your participation and we hope to hear from you.  
 
Kind regards  
 
Andrew Balfour and Liz Salter  
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Appendix 4 
 
 
                                                                      
 
Participant Consent Form for Interview 
 
Living Together with Dementia 
 
CONSENT FORM FOR INTERVIEW 
 
 
Please initial all boxes: 
 
1. I understand that my participation in this follow-up interview is voluntary  
             and that I am free to stop and withdraw at any time without giving any 
             reason, without my medical care or legal rights being affected. 
 
2. I agree to my interview being audio recorded by the interviewer. 
 
3. I agree to the content of my interview being used for research purposes, and    
understand that all of my data will be anonymised and completely confidential.  
 
4. I agree to continue my participation in the above study.                                                        
                  
 
Name of Participant 
 
Date 
 
Signature 
 
 
Name of Researcher:  
 
Date  
 
Signature 
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Appendix 5 
 
Interview Schedule  
 
1. Can you tell me about your experience of Living Together with Dementia? 
(I will firstly remind them who was involved and where it was carried out) 
 
- How did you find the LTwD programme/what was it like for each of you? 
- Why did you decide to do LTwD?  
- What were your thoughts about it before you started –what did you expect? How did you get on 
with the person who visited you? 
- What was good about it? 
- What aspects of it were most helpful? 
- What was not so good about it? 
- In what ways could it have been better?  
- Can you describe what it was like as a couple during the visits, how were you with each other?  
What about afterwards? 
- Can you tell me what it was like to talk about your feelings and relationship in the sessions? What 
was it like to hear your partner talk about how they felt in the sessions?  
- How were you coping with things before you had the LTwD programme? 
- How, if at all, did your relationship change after LTwD?  
- Have your coping strategies as a couple changed? How so? 
- Have things changed for either of you as individuals? 
- Can you describe any changes in the way you communicate with each other?  
- How do you see the future? 
 
2. Can you tell me about your relationship with each other? 
- How long have you been together? 
- How did you meet? 
- Can you describe what you are like as a couple? In what ways do you think you are alike?  In 
what ways are you different? 
- How much do you feel you can discuss things with each other?  
- How well do you think you are able to understand how each other feels? 
- What helps you to understand?  What makes it more difficult? 
- Is it sometimes hard to understand each other?  In what sort of ways? 
- How happy are you with communication between you two? 
- What strategies do you use to help you when you are finding things difficult, together or not 
together? 
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- Do you feel you are a romantic couple? 
 
3. Can you tell me about your experience of dementia? (ascertain and use their term for 
dementia here) 
- Can you describe what it was like to receive the diagnosis? 
- What changes have occurred in your life because of dementia? Can you give an example?  
- Did you talk about it together?  
- How has life been since the diagnosis? Have you adjusted to these changes? 
- How would you describe your relationship after the diagnosis?  
- Can you describe the impact dementia had on your relationship? Can you give examples of any 
changes in your relationship?  
- Has there been a change in how you see yourselves?  
-             Have the roles or responsibilities held by you changed at all? 
       -             Are there things you do more or do less together?  
- Is there anything else you would like to add? 
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Appendix 8 First Spider Diagram 
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Appendix 9 Second Spider Diagram 
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Appendix 10 First Rough Thematic Map 
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Appendix 11 Second Rough Thematic Map  
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Appendix 12 Final Thematic Map 
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Appendix 13 
 
Journal article 
 
The research article presented before these appendices has been prepared for submission to 
Ageing and Society, a peer review journal associated with the British Society of Gerontology. 
Ageing and Society is an interdisciplinary and international journal devoted to the 
understanding of human ageing and the circumstances of older people in their social and 
cultural contexts. It draws contributions and has readers from many disciplines including 
sociology, demography, psychology, economics, medicine, social policy and the humanities. 
 
Guidelines for submission  
The research article was written and presented according to the guidelines available from:  
https://www.cambridge.org/core/journals/ageing-and-society/information/instructions-
contributors 
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Appendix 14 
 
Search methods for literature review 
Electronic searches 
 
The following electronic databases and search engines were searched for identifying relevant 
research: 
  
• The Cochrane Library  
 • PubMed via NCBI 
• MEDLINE  
• PsychINFO via EBSCO  
• ScienceDirect  
• JSTOR  
• SCOPUS 
• SCIE 
• Google Scholar 
• UWE library search 
• Research gate 
 
 
Literature search conducted from November 2016 – November 2019. 
 
Search terms used (in conjunction with each other): 
 
Couple(s) 
Partner(s) 
Carer / caregiver / care partner 
Person with dementia / people with dementia / partner with dementia / person living 
with dementia 
Dyad 
Relationship  
Relational 
Marriage 
Spouse / spousal 
 
Old 
Older person / people 
Older adult(s) 
Elderly 
Age(ing) 
 
Dementia 
Alzheimer’s disease 
Lewy body dementia / dementia with Lewy bodies 
Vascular dementia 
Mixed dementia 
Memory 
Memory problems 
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Mild cognitive impairment 
 
Psychotherapy 
Counselling 
Therapy  
Intervention  
Implementation 
Support 
Psychoanalysis / analysis 
 
Lived experience 
Experience (of) / shared experience 
Living with 
Role (of) 
Impact (of) 
Perception (of) 
 
Examples of other search terms pertaining to topics within literature review (non-exhaustive 
list): 
 
Self 
Identity / shared identity 
Shame 
Attachment / attachment style 
Challenging behaviour 
Assimilation 
Quality of life / quality of relationship 
Carer burden / caregiver burden / caregiver stress 
Narcissism 
Depression 
Anxiety 
 
 
 
 
 
